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Adult Mental Health Essay
Critically discuss the role of clinical psychologists in Community 
Mental Health Teams, with reference to some advantages and 
limitations of the psychologist’s role. To what extent do psychological 
theories about group and team functioning help to understand the 
issue?
January, 2003 
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0vretveit (1986) identified Community Mental Health Teams (CMHTs) as one of a 
number of teams created in health care to help people with special needs live 
independent lives within the community. These teams emerged as psychology services 
were devolved from institutions to community settings, and as an emphasis was put 
upon collaboration between different professions and agencies. The different 
professions working in a multidisciplinary CMHT include psychiatrists, social 
workers, occupational therapists, community psychiatric nurses as well as clinical 
psychologists.
There is some ambiguity about the clinical psychologist’s role in CMHTs. Blumenthal 
and Lavender (1997) stated that ‘greater clarity about the role of the clinical 
psychologist and the functioning of CMHTs is required’ (p. 192). It appears that the 
role can evoke some strong emotion. Holmes (2001), for example, quoted a 
colleague’s view that the psychologist’s CMHT role was“ to absorb the projections of 
other team members” (p. 10). It seems that difficulties that psychologists may face 
when working in a CMHT emerge for two main reasons, firstly as a result o f being a 
member of a multidisciplinary team, Trepka and Marsh (1990) stated that CMHT 
membership requires loyalty to the team, which may weaken support from 
psychologists who are not team members. Trepka and Marsh (1990) identified a lack 
of clarity concerning the management of teams and the individuals working in them 
and this seems to be a second area o f difficulty. It is concerned with the psychology 
professional’s view of what it means to be a CMHT member and what work is 
actually required. These are not entirely separate issues and it may be informative to 
explore these issues while guided by a theoretical framework of group functioning.
There are a number of theories concerned with how people work together in groups. 
To describe and examine all o f these goes beyond the scope of the present essay, 
however De Board (1978) identified three approaches that have had considerable 
influence in the understanding of group functioning: the psychoanalytic, system and 
cognitive theories: In all De Board (1978) summarised six theories concerned with 
group dynamics and quotes Cartvright and Zander (1960) in observing that although 
these perspectives differ, they hold four basic assumptions in common. The first is 
that groups are ubiquitous and necessary. Next, they hold the belief that groups
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mobilise powerful forces that produce effects of utmost importance to individuals. In 
addition these theories propose that groups can produce good and bad consequences. 
Lastly, there is an assumption that an understanding of group dynamics permits the 
possibility that desirable consequences from groups can be deliberately enhanced (De 
Board, 1978; p. 14). The last assumption confirms that it is pertinent to review theories 
concerning group behaviour and dynamics when examining the function of CMHTs 
and, in particular, the psychologist’s role in them. The present essay initially discusses 
theory and more general themes that impact all team members. Issues that are more 
specific to clinical psychologists then follow this.
CMHT formation
0 vretveit (1986) observed that there tends to be a lack of planning when setting up a 
team. He describes a situation where there is an insufficiently comprehensive initial 
survey o f needs and services, where teams are formed with no overarching service 
philosophy, and where an aggregation of current services is provided to fill remaining 
gaps. Team members are ‘thrown together’ and expected to ‘empty large hospitals, 
resolve problems of interagency collaboration at all levels, as well as developing 
community services, self-help groups and support networks, all within a couple of 
years, with few resources, no team base, and with little understanding of organisation 
and management (0vretveit, 1986; p. 5). In addition to this, no initial objectives, 
boundaries or organisation are set for the community team. These impact the way 
team members function once the group has been formed.
Psychoanalytical theory examined the importance of the initial stages of group 
formation. Heginbotham (1999) explored the idea of translating some 
psychoanalytical ideas about individual development, specifically the impact o f early 
experiences on an individual’s growth, to a group situation. Central to this approach is 
the latent potential for self-destruction if nurturing is insufficient or dysfunctional. 
Heginbotham (1999) argued that one can apply these ideas to the development of 
teams and the extent to which they are functional or dysfunctional. Heginbotham 
(1999) continued by saying that only by the application of substantial resources to the 
proper nurturing of individuals and team development is it possible to achieve mental 
health teams that are able to meet the needs of service users.
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Heginbotham (1999) explored the use of Kleinian concepts with reference to the 
group. According to Klein, at the start of life, the infant experiences anxiety through 
the operation of the death instinct, which is felt as a fear of annihilation and 
persecution. The infant identifies these feelings of persecutory anxiety with the only 
object present in its world, namely the mother’s breast, and projects these unpleasant 
feelings onto it. Thus the breast is experienced as an external uncontrollable object 
that is persecutory. This is then introjected into the rudimentary ego, where it becomes 
an internal persecutor, ‘reinforcing the fear of the destructive impulse within’ (De 
Board, 1978). However, the breast also provides the infant with feelings of intense 
pleasure and satisfaction during feeding. These dichotomous feelings are dealt with 
through ‘splitting’. The ego splits the object, getting rid of the ‘bad’ object by 
projecting it outwards, and keeping the ‘good’ breast by introjecting it into the ego. 
This was termed the ‘paranoid-schizoid’ position. The eventual integration of good 
and bad objects through introjection and projection leads to the ‘depressive position’ 
and thus the infant develops an increasingly realistic perception of objects. Here the 
object is loved in spite of its ‘bad’ parts.
So how do these ideas relate to the mental health team? Heginbotham (1999) said that 
the depressive position ‘enables the team to become a whole’, which is ‘capable of 
loving and responding to others’. Without effective nurturing, or as a result o f abuse, 
the team does not make clean divisions o f objects into ‘good’ or ‘bad’, but splits 
objects in many ways. Splitting a feared object into ‘fragmentary bits’ is seen as a 
defence from feared objects and can be applied to a number of objects. The ‘object’ 
that is feared could be the team’s own ‘group personality’ or an individual service 
user. Heginbotham (1999) describes a number of ways that attitude or approach can be 
split. It can be clean and straightforward, or natural and authentic for example, even 
though the team’s goal is community care, some patients do need a hospital bed at 
some times. The defence can also be fragmentary and chaotic causing a service’s 
inability to provide a single clinical response. There may be splitting as a result of 
members feeling threatened by other members’ profession. For example, Perkins and 
Repper (2001) talk of philosophical differences that can cause great difficulties in 
multidisciplinary working.
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Heginbotham (1999) argued that ‘only by recognition of such splitting can team 
members, and especially managers, make any progress towards establishing teams that 
are coherent, consistent and mutually supportive’. This requires that the presence of 
such splits is identified and become the object o f analysis. This can be achieved by 
allowing the teams a ‘containing space’ where these issues can be explored and 
attention paid to team development. Challenging professions prejudices and 
assumptions is hard, for example Perkins and Repper (2001) observed that different 
values, beliefs and ways of working can result in bitter disputes between workers, yet 
they do not have to be destructive. They continued by saying that it is not possible, or 
desirable, for everyone to adopt the same perspective on mental health problems. If 
the differences are to be constructive, then it is important that philosophies and models 
are made explicit so that they can be openly discussed and understood (p. 106). These 
can be achieved using the team’s ‘containing space’ as a forum for discussion. The 
concept of a ‘space’ indicates the presence of edges or boundaries. System theory was 
influenced by psychoanalytic theory and explores the issues of boundaries in more 
detail.
CMHT boundaries
System theory describes systems as either being ‘open’ or ‘closed’ according to how 
openly and actively it relates with its surroundings. This involves considering the 
extent to which people, or things, join and leave the system. Most care units are 
clearly open systems in that both clients and staff regularly join and leave the system. 
A closed system, by contrast, would be one in which nothing comes in or goes out, 
and no care unit could continue to function on that basis (Ward, 1993). When one 
considers this in a psychoanalytic perspective theory, the team, or system, is not static. 
Each member’s arrival could be considered as a new beginning and opportunity to 
identify objects for analysis. Thus the attention paid to objects of analysis, ‘containing 
space’ and the larger system should be a continual process. A system is said to have 
‘boundaries’ which defines it, and which will be crossed by the people or things 
joining and leaving. Such boundaries are defined and negotiated and Ward (1993) 
states that to identify any particular grouping as a system is simply a way o f ‘framing’ 
one’s thinking in order to learn more about how that grouping works. There can be
-6-
Adult Mental Health Essay
systems within systems, for example case management also demonstrates the features 
of an open system (Biggs, 1991).
Negotiation is not straightforward and can result in significant uncertainty and anxiety 
in the CMHT because of the multiplicity of professional roles, training and 
experience, and the presence of a ‘purchaser-provider’ divide. This divide means that 
the boundaries are not quite as clear-cut as they could be. The team is occasionally the 
purchaser of services as well as the provider of them. Paxton (1995) describes how the 
establishment o f boundaries for the CMHT can be a source of anxiety for team 
members. “They are expected to implement government policy, resolve tensions 
between agencies and disciplines, supply services to primary teams, act as gatekeepers 
to secondary care, function as both purchasers and providers of mental health care, 
and be a panacea for the range of mental health problems (Paxton, 1995; p. 331). Not 
only does this happen on a team level but this can also operate on an individual basis. 
For example, a care manager could be the person purchasing the external service for a 
client if it is not available within the team.
The establishment and maintenance of these boundaries is principally the team 
manager’s role. However, negotiation about team boundaries require the team and its 
members to be clear about the task they are required to perform. 0 vretveit (1986) 
identified uncertainty about the role of the team in relation to general services, and 
about how the team fits into the overall service and strategy. These indicate the 
overlapping anxieties about boundaries and team purpose.
Primary task of the CMHT
Ward (1993) states that team members need to be clear about what they are doing and 
why. Not just in general terms, but specifically in relation to what the outcome of their 
efforts is expected to be. It follows that for individual functions to be clear, the team’s 
collective task as a whole must be established first. This task is not always 
straightforward to define because there are differences in theoretical approach to 
mental health. For example the ‘rehabilitation’ of a client indicates a cure to an illness, 
whereas ‘normalising’ clients’ difficulties and helping them to deal with them are 
potentially two different tasks, but both carried out by the CMHT.
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Within the systems approach each unit (or team) is viewed as an open system with one 
central or primary task, i.e. ‘the task which the enterprise must perform in order to 
survive’ (Rice, 1963). An open system has a throughput of materials. In the case of 
care this usually refers to the arrival and departure of clients. The unit takes in or 
‘imports’ people at one end, provides care or treatment for them or ‘transform them’, 
then sends them out or ‘exports’ them again at the other end. The unit’s primary task 
is defined in relation to this throughput. Defining the task focuses attention on the 
tensions between the functions expected of various team members, and encourages 
teams to be explicit and unambiguous about what they are there to provide. Indeed, 
Rice saw it as a ‘rallying point’ for effective cooperation from people in the system 
(De Board, 1978). The primary task must be expressed as a clear and precise 
statement of intent. This enables the team to make firm connections between the 
intended outcome for the client and the team’s, together with individuals’, role and 
function. (Ward, 1993).
So what is the primary task of the CMHT? Paxton (1995) describes the team’s role 
and the tasks that they are expected to perform. These include comprehensive 
assessment, case allocation according to need, integrated multidisciplinary care, 
together with skills sharing and supervision. However, the answer to this question can 
vary depending on the team member’s perspective. For example, the medical 
perspective may indicate that the primary task is to ‘cure’ service users or clients of 
the severe mental illnesses that they are experiencing. A psychologist’s perspective 
would differ, for example, McCourt (2002) observed that there is a need in the care 
approach to move the focus away from a ‘cure’ towards long term ways of helping 
clients go on with and develop lives. Moreover, the care approach needs to take into 
account the fact that some people cope and function in society, and cites H. Stack 
Sullivan in saying that this would require moving a focus away from ‘cure’ towards 
long term ways of helping clients to go on with and develop lives. In these cases 
would the primary task be just to provide a continuing service for these people? This 
is an issue that has to be negotiated and decided upon by team members.
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The definition of the team’s primary task has a direct consequence on each member’s 
primary task. As discussed previously, boundaries and primary tasks are linked. One 
has to establish where the boundaries are on an individual basis before learning how to 
work within them.
Role boundaries
The purpose of a multidisciplinary team is to make it easy to draw on the skills of a 
variety of professionals in a flexible way to meet the needs of a particular client at 
different times to undertake specific tasks or projects (Ovretveit, 1986). Advice and 
support from other team members is not unique to the multidisciplinary team. 
However, what is unique to multidisciplinary team is the support and expertise of 
professionals who share an understanding of the specific needs and problems of 
particular client groups, and who have specialised in helping such people and their 
carers (McCourt, 2002)
Members bring a variety of skills to the team and each member has to establish what 
his or her roles and responsibilities are. These available skills can be categorised into 
four areas of competency and responsibility ranging from ‘profession-specific’ to 
‘non-profession specific skills’ (0vretveit, 1986). Training provides each member 
with profession-specific competencies and responsibilities. Training indicates which 
work each member is able to do that no other member can, and also work for which 
they have not been trained. 0 vretveit (1986) believes that work that is specific to one 
profession should be that member’s first priority. There are also tasks that members of 
more than one profession can undertake. These are the overlapping professional 
competencies and responsibilities. For example, McCourt (2002) points out that the 
psychologist does not have a ‘monopoly’ on psychological expertise. People who are 
not trained in psychology can be extremely effective at delivering high quality 
psychological intervention (Miller & Wilson, 1998). Some tasks can be carried out by 
any of the qualified practitioner team members. These include counselling, advisory 
and consultancy work. As well as generic professional training it is possible that team 
members will have undertaken specific training and acquired additional skills, for 
example training in group work.
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Managerial decisions about task allocation and responsibility need to take the variety 
of abilities into account. This requires negotiation and raises questions about 
distinctive professional skills. Kno'wledge of members skills are also questions about 
an individual’s identity, status and value. 0vretveit (1986) argued that 
multidisciplinary teamwork forces members to clarify their role and contribution. 
Many benefits of teamwork are lost if members do not have a sufficient understanding 
of each other’s distinctive professional competencies, and of when to involve other 
members. Moreover, allocating tasks and deciding individuals’ roles is a central 
problem in all organisations, but in a multidisciplinary team it takes on a particular 
form and can give rise to much debate and disagreement. Members possess a wide 
range of ability yet the tasks in a CMHT are not so heterogeneous and clear-cut that 
simple, mutually agreed boundaries can be drawn between members. In practise there 
is always a degree of role overlap or ‘blurring’. Again negotiation between members 
is necessary to establish where opportunities for individual abilities, areas of 
knowledge, interests and values can emerge irrespective o f discipline. Nevertheless, 
members of such teams frequently become anxious if they feel their roles blurring too 
much with those of others and if they feel that their disciplinary identity is in danger 
of being lost altogether.
Cognitive theory examines the issue of individual identity within a group and 
highlights the process of social identification. These theories draw on the work of 
Sherif (1966). The main premise is that group membership in itself has a profound 
impact on the psychology of the individual. These effects are evident in the ways 
individuals come to understand themselves in groups, and in the ways they react to 
and develop relationships with others (Wetherell, 1996). Sherif and Sherif (1969) 
carried out a series of studies called the summer camp experiments where boy’s 
behaviour were observed as they were placed in four different social groups over a 
period of two weeks. Initially the boys formed spontaneous friendships. Next, the 
boys were placed unknowingly into two groups designed to split the spontaneous 
friendships. Friendship choices reversed and the groups developed cohesive structures 
(the ‘in-group’ formation). After this the two groups were brought back together in 
competition situations. A range of emotions were displayed, acts o f aggression were 
evident as negative feelings were expressed towards out-group members while
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positive feelings of identification with the in-group were displayed. In the last stage of 
the study tasks requiring group cooperation for successful completion were 
introduced, such as getting a broken down lorry started. When a third group of boys 
were introduced, they became the common enemy, inter-group hostility reduced 
between the two experimental groups, but group allegiance remained important until 
the end of camp. The authors concluded that immediate social situation causes or 
brings about psychological states involved in conflict. This mirrors ‘splitting’ 
discussed previously, and is potentially relevant when considering the CMHT for two 
main reasons. All members belong to groups defined by their professional training. 
This could lead to conflicts as members experience positive identification with their 
own professional group while experiencing negative feelings towards members of 
another profession. However, when cooperation was required to complete a task, 
differences between the experimental groups were minimised, although further 
research by Tajfel and Turner (1979) indicated that they are not eliminated altogether. 
Research could consider whether CMHT members display such ‘in-group’ loyalties 
and whether the team could be the mutual super-ordinate goal focus for the different 
professional groups.
Clinical Psychologist’s role boundaries
Onyet, Pillinger and Muijen (1997) applied cognitive theory in their analysis of job 
satisfaction and burnout among CMHT members. Onyet et a l (1997) observed that 
professional workers in CMHTs become members of two groups: their profession and 
the team. They hypothesised that members may find themselves tom between the aims 
of a community mental health movement that explicitly values egalitarianism, role 
blurring and a surrender of power to lower-status workers and service users, and a 
desire to hold on to traditional, socially-valued role definitions and practices. They 
predicted that lesser role ambiguity and best outcomes for staff would occur where 
members were clear about the team’s role and if they could achieve a positive sense of 
identification with the team that was not undermined by their professional 
identification.
Members responded to a questionnaire measuring a number of previously standardised 
and researched measures. Dependent measures included burnout and job satisfaction
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ratings. The independent measures assessed personal and team role clarity using a role 
ambiguity scale. The respondants also completed scales measuring personal and team 
identification. In addition to this, the respondants gave information about their 
caseload. Onyet et a l (1997) compared the responses given by different professionals. 
When analysing role clarity and identification, it emerged that clinical psychologists, 
together 'with social workers, were less clear than other disciplines about their own 
role and the team’s role as a whole. Psychologists were also found to have a high 
professional identification. The authors concluded that this relation was a causal one, 
and cited Anciano and Kirkpatrick (1990), and Searle (1991) as evidence for the belief 
that clinical psychologists ‘feel their professional identity to be particularly threatened 
by team membership’. Onyet et a l (1997) also found a significant association between 
team identification and team role clarity with job satisfaction. This suggests that there 
is a need for role clarification for psychologists if the experience of working as a 
CMHT member is to be a satisfying one.
Clinical psychologist’s primary task
Researchers have assessed the clarity of the psychologist’s role by asking other 
CMHT members (e.g. Blumenthal and Lavender, 1997; Cushion, 1997). Cushion 
(1997) asked team managers and members about direct and indirect work with clients. 
More than half of the thirteen respondants considered that ‘psychometric assessment’ 
and ‘assessment or specific psychological intervention’ were ‘best carried out by a 
psychologist rather than other professionals on the team’ when considering direct 
work with clients, and ‘service evaluation’ when considering indirect work. Over half 
of the respondants also indicated that they wanted ‘research and audit’ and ‘specialist 
advice and knowledge including supervision’ skills from clinical psychologists. In 
addition, psychologists were seen as possessing clear problem solving approaches, 
analytical skills, research and evaluation skills and training in applied thinking. This 
kind of input was wanted from team members. Holmes (2001) for example reported 
that team members found it useful to have an alternative voice in meetings, raising 
issues such as ‘confidentiality, consent, the effect of compulsion on people’s 
motivation and willingness to engage, alternatives to hospitalisation and treatment’ 
(p.9).
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Cushion (1997) then asked how this compared with actual practice. There was a 
significant view that clinical psychologists got ‘too bogged down with routine work’. 
It was also believed that psychologists should be used for input into rehabilitation 
work, service development and research. An opinion also voiced was that they were 
not a ‘well used’ resource. There was recognition that only some of the skills 
psychologists have to offer were used because of service demands and pressure of 
work.
Blumenthal and Lavender (1997) carried out a similar study and addressed variation in 
team members’ opinion. They asked 59 CMHT members what work they thought 
psychologists undertook. The study was carried out over four CMHTs so comparison 
of response frequency across teams was possible. The teams differed in size so the 
percentage of responses was reported. The results indicated variability of responses 
across teams. Areas of highest variation were ‘psychometric assessment’, ‘research 
and audit’, and ‘group work’. In other words, in one team a high number of members 
agreed that psychometric assessment was a task carried out by psychologists (92% of 
members), in another team few members thought that this was so (15%). This gave a 
‘range’ score of 77%. The range scores were over 40% for eleven of the nineteen 
activities. Respondants also indicated whether they thought that team functioning and 
the psychologist’s role was ‘clearly’ or ‘poorly’ defined. Again teams varied in their 
responses and the authors thought that this reflected significant local variation. 
Overall, there was a significant and positive correlation between the extent to which 
respondants considered the team’s functioning and the psychologist’s role 
psychologist to be clearly defined. This appears to confirm the theoretical importance 
of clear boundaries, and the need to be clear about the team’s role throughout its 
development.
Blumenthal and Lavender (1997) identified ‘core’ roles in their research. These were 
‘assessment for psychological treatment’ and ‘consultation of clinical difficulties’. Is 
it possible that the psychologist’s primary task in CMHTs is to bring specific core 
skills to the team and provide other more targeted skills according to the different 
requirements of each CMHT? If this was the case, this would require the psychologist 
to take an overview of the team’s particular boundaries and circumstances and to
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negotiate how s/he can work appropriately and effectively within them. McCourt 
(2002) suggested that is it appropriate when there is a team of professionals working 
together for a client ‘for a professional to stand back and take a therapeutic overview 
of the process’ (p.20). The object of analysis can also be the team, which requires the 
psychologist to take ‘a relational position with regards to clients, referrers, colleagues 
and team processes’. The role depends on the clinical psychologist being in a different 
position to other team members. Is there evidence to suggest that this is indeed so?
Independence and autonomy
0vretveit (1986) identified certain team members (e.g. psychologists and consultant 
medical practitioners) who differed from other team members in the type and degree 
of independence traditionally exercised in their work. For example, psychologists 
have ‘case autonomy’, which provides freedom from supervision or review in 
individual casework. This gives the psychologist the right to carry out assessments 
and treatments of individual cases without regular review, or being overruled by 
higher authority, unless negligence or policy breaches are suspected. Previously this 
form of professional autonomy was institutionalised within management structures in 
medicine and clinical psychology. The implications for team organisation are that 
team members who carry case autonomy can oppose their professional casework 
decisions being reviewed or overruled by a team meeting, or a team leader, unless 
special arrangements are agreed.
Another form of professional autonomy is practitioner-client choice. This is the right 
of a practitioner to refuse to take on a client whom they believe they are unable to 
help, and to finish involvement when they believe they have achieved all they can. 
The rationale is that practitioner-client choice is a necessary condition for an effective 
therapeutic relationship and goes together with case autonomy to ensure a confidential 
and trusting therapeutic relationship with the client. Teamwork challenges this 
autonomy because it means that simple arrangements for case-coordination and 
workload management, which should apply to all members, are not possible. This 
autonomy and independence could potentially cause conflict by complicating team 
organisation and by being called into question by teamwork. As a consequence, the
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level of work and responsibility commonly expected of some psychologists is likely to 
be different to that of other team members.
Conclusion
The evidence suggests that psychologists do indeed have a different team position to 
most other team members. This is because of their professional independence. 
Together with the core role of consultation these can be combined to create a primary 
task that is flexible according to circumstance and meets the needs of the entire 
CMHT, including service users. Mental Health, according to McCourt (2002) is 
primarily about relationships and communication. The basis of effective CMHTs 
depends on unambiguous and effective relationships with clients, referrers, colleagues 
and the local area. Theory indicates how continuous negotiation is required to 
establish boundaries and primary tasks. Communication is also required to address the 
development and expression of the inevitable anxiety that will arise as a result of 
working in a team.
It appears that psychologists have not always been effective communicators o f the 
skills they have to offer and this needs to be addressed by assuming the responsibility 
for this. Blumenthal and Lavender (1997) stressed that ‘psychologists need to be 
proactive in raising the awareness o f team members regarding what they can expect 
from psychology services’ (p. 199). Not only does this influence what is 
communicated but when it is communicated. McCourt (2002) identified situations 
when ‘psychologists may end up dealing with the aftermath of failures rather than 
with the prevention’, for example when providing a second opinion or alternative 
course o f action. However, McCourt (2002) feels that clinical psychologists have 
allowed themselves to be ‘pushed’ into a situation where other team members have 
unrealistically high expectations of their expertise and be able to ‘find resolutions and 
solutions to psychological distress where others have failed’. A consequence of this 
could be to increase the psychologist’s and team members’ anxieties following a chain 
of failure and frustration because the service user’s needs have not been met. One way 
to address this is to use the consultative role to communicate with other team members 
and educate them in a number of ways. This includes informing members what skills 
the psychologist has to offer, indicating when psychological intervention is
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appropriate, and facilitating the development of other team members’ psychological 
expertise. Communication is, of course, a two-way process, and requires that 
psychologists also listen to what team members feel they need from them. In this way 
ambiguity concerning the psychologist’s and team’s role and function can be reduced 
together with the resulting anxiety.
16-
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The dual diagnosis of a learning disability (LD) together with depression has received 
relatively little interest until recently because there was a belief that these people 
could not become depressed. It was understood that that cognitive limitations impeded 
the development of psychological processes that lead to mental illness (Turkistani, 
2003). This was despite the early recognition o f this difficulty. For example, Wilbur 
(1877) concluded that ‘melancholia’ could occur in people with LD (cited in Cooper 
& Collacott, 1996). The increasing interest arose partly because of the changing 
circumstances of people with LD. The drive to move people from hospital to 
community settings arose from normalisation and social role valorisation philosophies 
(Gates and Wilberforce, 2003) and was formalised practice in government papers such 
as ‘Valuing People’ (DoH, 2001). Along with this move, there was a reappraisal of 
mental health needs (Reed, 1997).
Learning Disability
Diagnosis requires the presence of two components before the age of 18 years: a) a 
reduced ability to understand new or complex information and learn new skills 
(‘impaired intelligence’); and b) a reduced ability to cope independently (‘impaired 
social functioning’) (DoH, 2001; p. 14). Impaired intelligence is established by 
administering psychometric tools such as the Wechsler Adult Intelligence Scale 
(WAlS-111; Wechsler, 1999). Impaired social functioning is measured with adaptive 
functioning assessments such as the Hampshire Assessment for Living with Others 
(Shackleton Bailey et a l, 1982).
Scores obtained on measures of intellectual and social functioning indicate severity of 
disability. Overall, a score falling two standard deviations below the mean is seen to 
indicate significantly impaired functioning. (BPS, 2000). The Diagnostic and 
Statistical Manual for Mental Disorders (DSM-IV) (American Psychiatric 
Association, 1994) and lCD-10 (World Health Organisation, 1993), use four 
classifications: ‘mild’; ‘moderate’; ‘severe’; and ‘profound’ impairment. However, the 
two criteria classifications do not match exactly.
Although this essay is concerned with ‘people with learning disabilities’ it should be 
acknowledged that those given this label are not a homogenous group. Even within a
-20-
People with Learning Disabilities Essay
specific classification of severity, there are differences in social, economic and ethnic 
backgrounds.
Depression
The DSM-IV and ICD-10 also guide the diagnosis of depressive disorders. These 
criteria describe cognitive and behavioural symptoms of depression. DSM-IV 
identifies different types of depressive disorders: depressive disorders (‘unipolar 
depression’); bipolar disorders, which are characterised by the presence of a manic or 
hypomanie episode; and two disorders based on specific aetiology. This essay focuses 
on major depressive disorder, which is one of the ‘unipolar’ depressive disorders. 
However, the incidence of other depressive disorders is described (e.g. Davis, Judd & 
Herrmann, 1997).
A major depressive disorder is comprised of single or recurrent episodes. The person 
must display five, or more, of nine symptoms during a minimum two-week period or 
‘episode’. One of the symptoms displayed must be either a ‘depressed mood most of 
the day, nearly every day’ or a ‘markedly diminished interest or pleasure in all, or 
almost all, activities most of the day, nearly every day’. Other symptoms include: 
significant weight changes when not dieting; feelings of worthlessness; and recurrent 
thoughts of death, suicidal ideation or attempt with or without a specific plan. These 
symptoms should be unrelated to medication or medical conditions. They must also 
cause significant distress in social, occupational or other important areas of 
functioning.
Theories of depression
Assessments carried out, and treatments offered, depend on one’s theoretical stance on 
how depression develops. An in depth theoretical analysis is beyond the scope o f the 
essay, but behavioural, cognitive and psychodynamic approaches is discussed briefly 
below. The applicability of these approaches for a LD population is established in the 
section discussing treatments.
People with LD are perceived as vulnerable to mental health problems because of 
biological, psychological and environmental factors. Some genetic factors predispose
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a person to a mental illness. For example, those Downs are more likely to become 
depressed than people with other LD (Hurley, 1996). Low intelligence and cognitive 
impairment lead to poor coping skills and vulnerability to exploitation. 
Communication and language disorders are also likely to be present. These may 
hinder the acquisition of social, interpersonal and recreational skills, which will impair 
relations. Social isolation is a significant risk factor for depression. Self-esteem is 
likely to be low because of repeated experiences of failure and perceived, or actual, 
rejection. The birth of a person with LD, and perhaps with a dysmorphic appearance, 
could place a strain on the family that continues throughout life. People with LD have 
to cope with all these while dealing with adverse environmental and life events, 
together with repeated separation and losses (O’Hara & Sperlinger, 1997; Turkistani, 
2003).
Each theory addresses particular risk factors. In behavioural theories depression is 
seen as a consequence of maladaptive learned responses where the person makes 
internalised attributions of failure. Repeated experiences of being powerless to avoid 
emotional or physical trauma can lead to a state described by Seligman as Teamed 
helplessness’ (Julier, 1986). Lack of social skills may cause an inability to elicit 
rewarding interactions from others, eventually the person will avoid these situations.
According to cognitive theories, depression occurs when life events involving loss and 
stress occur and reactivate negative cognitive schemas formed early in childhood as a 
result o f early loss experiences. In particular, these negative evaluations are about the 
self, the environment and the future (Beck, 1967). Negative schema give rise to 
negative automatic thoughts and cognitive distortions, which maintain a depressed 
mood (Carr, 1999).
Psychodynamic theories encompass Freud’s, and others’, theories concerned with 
human emotional development. Freud’s basic premise is that much of our mental 
activity is unconscious, and our behaviour stems from this. Thus, an individual’s way 
of being in the world is influenced by beliefs, fears and desires of which that person 
has no awareness. These processes are innate and how they are dealt within earliest
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relationships with parents and significant others influence the nature of an individual’s 
internal world. This internal world, depending on the nature and quality of our earliest 
relationships, may be characterised by fears, doubts and anxiety to please, or may be 
secure and balanced. These early experiences influence in powerful ways, shaping and 
sometimes distorting experience and behaviour. Here, all behaviour has a cause, 
usually related to our unconscious, rather than to rational explanations (Wilberforce, 
2003).
Prevalence
The prevalence of depression in people with LD is not clear. Prevalence rates have 
been found to vary as a result of different methodologies. The populations studied and 
methods of case identification differ from study to study. The difficulties that arise 
often hinge around the lack of consensus on how depression should be assessed 
(McBrien, 2003). There are indications that it may be higher than the 1 in 5 rate found 
in the general population. (Davis, Judd & Herrmann, 1997)
Underdiagnosis
There is a growing consensus that mental health problems have been underdiagnosed 
in the LD population (Turkistani, 2003). There are a number of reasons why this may 
have occurred. Caine and Hatton (1998) observed that there is no adequate referral 
system to mental health services. People tend to get referred by their general 
practitioner (GP) when they experience problems fulfilling social roles, such as that o f 
a parent or an employee. People with LD do not have these same social roles. 
Consequently the onset of a mental health problem may not be noticed. 
Underdiagnosis may be a consequence of ‘overshadowing’ (Reiss, Levitan and 
Szysko, 1982), which refers to the attribution of difficulties to the LD itself. For 
example, where symptoms of the illness, such as poor self-care symptomatic of 
psychoses, are mistakenly attributed to the person’s inability to care for themselves 
because they have LD (Caine & Hatton, 1998).
Difficulties carrying out assessments with people with LD may also lead to 
underdiagnosis of mental health problems. The client’s verbal communication abilities 
vary depending on the severity of the disability. Again, depending on severity, the
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presentation of depressive symptoms may differ to somebody in the general 
population. At present there is no ‘consensus’ or ‘gold standard’ as to how to carry out 
these assessments (McBrien, 2003). Yet, despite these difficulties in assessment, the 
importance of developing valid and reliable measures is becoming increasingly 
apparent because of the increased vulnerability and prevalence.
Assessments
Hatton (2002) classified mental health assessments for adults with LD according to a 
three-dimensional taxonomy. The first dimension reflected the range of mental health 
problems (multiple versus a specific problem). The second dimension examined 
whether the measure was developed specifically for people with intellectual 
disabilities or was adapted from criteria or designed specifically for use with the 
general population. The third dimension was concerned with information source (e.g. 
self- or informant-report).
Measures assessing multiple problems
Hatton (2002) reviewed the sensitivity, specificity, and psychometric properties of 
five measures designed to distinguish between different psychiatric disorders. Four of 
them were designed specifically for the LD population. These were the PASS-ADD 
(and Mini PASS-ADD), PIMRA (self- and informant-report versions), and Reiss 
Screen for Maladapted Behaviour, and Diagnostic Assessment for the Severely 
Handicapped (DASH). A criticism for all these assessments was that none of them 
adhered to diagnostic criteria. The DASH has no independent evaluation o f reliability 
or validity. However, the authors compared diagnoses using DASH-II and DSM-IV 
criteria. The DASH-II accurately identified over 90% of the cases. (Matson, Rush, et 
a l,  1999).
Generally these tools lacked, or had ‘questionable’ specificity, indicating an inability 
to distinguish between different disorders. The most sensitive tool was the PASS- 
ADD and when administered in conjunction with ICD-10, the measure was reliable 
and valid against expert psychiatric diagnoses. An example of a ‘multiple’ measure 
developed originally for the general population and change to an informant-based 
measure for use with LD population is the SCL-90 R. It displayed ‘adequate’
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reliability for distinguishing between clinical and non-clinical populations (Kellet. et 
a l,  1999 in Hatton, 2002).
Depression-specific measures
Two assessments originally developed for adult mental health and adapted for this 
population are the Beck Depression Inventory (‘BDT; Beck & Steer, 1993) and the 
Zung Self-report Depression Scale (‘Zung’; Zung, 1965). Powell (2003) examined 
their psychometric properties and found that both measures could be used and were 
significantly correlated when administered to adults with a range of severities. The 
BDI had clinical validity but the internal consistency for Zung was low. Powell 
suggested that the BDI was the better instrument for assessment because its 
psychometric properties were similar to those found in the general population. These 
measures are generally used for people with mild or moderate LD because they 
require a minimum ability to self-report.
A measure designed specifically for people with profound and severe LD to assess 
emotional states is the Mood, Pleasure and Interest Questionnaire (MIPQ) (Ross & 
Oliver, 2003), which relies on informant reports. The items were developed from 
DSM-IV criteria and symptomatic behaviours suggested by Lowry (1998). Given the 
‘very high’ internal consistency together with good reliability for subscales and total 
score found, the authors suggested that the MIPQ could possibly be adapted to assess 
depression in severe and profound LD if it incorporated a measure o f behaviour 
change. Independent research will have to establish the reliability and validity of the 
measure further.
Source o f  Information
Information can come from the client, from an informant, such as carer, or from 
clinical interview. Bramston and Fogarty (2000) suggest that self-report is problematic 
given that people with LD frequently have expressive and receptive language deficits 
and perhaps an inability to grasp the task demands. Lowry (1998) also reported that 
people with LD may have an inability or unwillingness to report either through lack of 
ability or lack of realisation that something is wrong. Powell (2003) notes a possible 
tendency to minimise distress reports, further complicating the diagnostic process for
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these people. However, Kroese (1997) observed that people with mild or moderate LD 
are able to self-report reliably when modified questionnaires such as the BDI and 
Zung are used. Lindsay et a l (1997) also reported convergent validity with self- 
reported measures o f distress given by people with a mild/moderate LD.
Carers can also provide information about the client. Research indicates that 
information provided by carers can be variable. Bramston and Fogarty (2000) found 
that interviewing a ‘significant other’ is convenient but the accuracy of rating depends 
heavily on the experience and insight of the rater, as well as how well the carer knows 
the person being rated.
The client can visit a GP, psychiatrist or psychologist who uses clinical interview as 
basis for diagnosis. Clinical interviews are generally guided by diagnostic criteria, 
such as the DSM-IV, ICD-10 or DC-LD (described below). Bramston and Fogarty 
(2000) argue that this assessment approach accesses a high level of clinical expertise 
but, for people with LD, it often involves a clinician with limited experience in the 
disability field. Research indicates that the practitioner’s experience in working with 
people with LD is important when diagnosing a mental health problem (Caine & 
Hatton, 1998). Observation techniques can also be used in assessment, these are 
particularly useful if  guided by diagnostic criteria.
Researchers have asked how well different methods compare in providing consistent 
and accurate information about the client. Bramston and Fogarty (2000) compared 
assessments of anger, depression and stress in clients with a mild to moderate LD 
using three methods: ratings by a significant other; clinical interview; and self-report. 
Bramston and Fogarty (2000) found that the assessments did not always provide the 
same information. The overlap between the three methodologies was found to be 
‘consistently low’. Moss, Prosser, Ibbotson and Goldberg (1996) compared self and 
informant accounts of psychiatric symptoms using the PASS-ADD and found 
considerable disagreement between the two.
There are reports, however, that information from different source can be related. 
Cuthill Espie and Cooper (2003) developed a measure that could be administered both
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to the individual and the carer. The inter-test relation between the two measures was 
high. However, only one person administered the client measure. It is possible that 
level of agreement could change if  a number of clinicians with differing levels of 
expertise administered the measure.
Adherence to standard diagnostic criteria
Two themes emerge throughout the literature concerning assessments of depression in 
people with LD: the adherence to standard diagnostic criteria; and the reliability of the 
information source. These relate to disability severity and the presentation of the 
mental illness. Some view the standard diagnostic criteria as sufficient (e.g. Tsioris, 
Mann, Patti and Sturmey, 2003), whereas others argue that the presence of ‘atypical’ 
symptoms warrants alternative diagnostic criteria (e.g. Marston, Perry & Roy, 1997). 
Atypical symptoms are part of the DSM-IV criteria for depression in children, but not 
in adults. The ICD-10 criteria include atypical features that are common in 
adolescence such as irritability, histrionic behaviour, and exacerbation of pre-existing 
phobic or obsessional symptoms (WHO, 1996). Acting out behaviours such as 
aggression appears to be correlated with depressive symptoms in children, but the 
question arises as to whether these symptoms are indicative of depression in people 
with LD.
Challenging behaviour
‘Challenging behaviour’ has received specific attention as an atypical symptom of 
depression. For example. Moss, Emerson, Kieman, Turner, Hatton and Alborz (2000), 
using PASS-ADD, examined the proportion of people with challenging behaviour and 
psychiatric symptoms. They found that psychiatric disorders, particularly depression 
and hypomania, were significantly related to the presence of a challenging behaviour. 
They concluded that there was potential for reducing challenging behaviour through 
the identification and treatment of psychiatric problems. However, Tsioris et a l 
(2003) did not confirm these results when they replicated Marston et a /.’s (1997) 
procedure.
The differences in results obtained in the two studies can be explained by comparing 
methodology. Participants in the Marston et a l  study resided in inpatient units.
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suggesting that they may have already displayed challenging behaviour previous to 
the onset of depression. The participants in the Tsioris et a l study lived in the 
community, were older, the majority were taking psychotropic medication, and a large 
number had Down syndrome. Psychotropic medication is widely used to control 
challenging behaviour and has been associated with masking the symptoms of 
depression (Lowry, 1998). Functional psychiatric disorders decrease with age and so a 
sample of older people would have yielded fewer challenging behaviours. Although 
adults with Down syndrome experience higher rates of depression, they display lower 
frequencies of challenging behaviour compared to adults with other forms of LD. 
Although this debate continues the consensus is that those with more severe 
disabilities are more likely to exhibit atypical symptoms of depression (e.g. Turkistani, 
2003).
Substitute criteria
McBrien (2003) noted that proposals for substitute criteria were driven by a fear of 
missing cases because of patients’ inabilities to report their feelings, however reliance 
on behavioural symptoms could be over-inclusive. A compromise was to recommend 
additions to the standard criteria. The Royal College of Psychiatrists (RCP) published 
diagnostic criteria (DC-LD) intended to facilitate the diagnosis of psychiatric 
disorders in adults with LD (RCP, 2001). These criteria were intended for use 
alongside the ICD-10 for people with a mild LD, but as a stand-alone system for 
people with moderate to profound LD. These criteria include the onset or increase in 
somatic symptoms, increased tearfulness and an increase in a specific problem 
behaviour. The DC-LD was arrived at by expert consensus, which has been 
questioned as a ‘convincing form’ of evidence for practising health professionals 
(Hatton, 2002). In general, the level of intellectual disability is likely to have a 
substantial impact on how symptoms of distress are expressed. People with more 
severe disabilities expressing distress in more behavioural rather than verbal ways 
(Stravakaki, 1999). Consequently self-report assessments are used with those with 
mild or moderate LD. Informant-based measures are more often used with those with 
more severe disabilities.
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Caine and Hatton (1998) remind the practitioner that assessment involves more than 
the administration of standardised measures. They state the importance of gathering 
information from numerous sources while guiding observation and questioning 
towards the identification of changes and patterns in behaviour that are indicative of 
the disorder. Hollins and Sinason (2000) state that assessments (as well as 
interventions) should focus not just on the individual, but also on the context within 
which an individual lives his or her life, including life history, current circumstances, 
culture, ethnicity and gender. One assessment technique used for building up a picture 
of problem behaviours is ‘Functional Analysis’. This strategy examines antecedents 
and consequences of behaviours. Although rooted in a behavioural tradition it has 
been modified beyond simple linear relationships to the inclusion of a variety o f 
influential factors (Wolverson, 2003). The consequence of such an approach is that a 
number of potential areas of difficulties are targeted.
Part of the clinician’s task during assessment is to establish a therapeutic relationship. 
The development of rapport, trust, and a common ‘vocabulary’ are essential for future 
treatment sessions, as is consideration of the person’s perception of the problem. To 
establish this level of rapport, communication strategies may need to be modified, for 
example by using simplified language or Makaton.
Treatment
Severity of disability is also an important consideration when designing treatments. 
Treatment plans should consider who should be treated, which aspects of the 
information gathered through assessment should be focused upon, which symptoms 
would be expected to improve and how this is to be measured. Methods such as rating 
scales are well established in non-LD populations but are they valid in the LD 
population? (Davis et al, 1997).
Pharmacological approach
Kroese (1997) described the use of medication as the treatment ‘of choice’ for people 
with LD. This has been partly in response to requests placed on psychiatrists to 
prescribe medication in order to ‘control’ situations, for example where behavioural 
difficulties are apparent (Einfeld, 2001). Davis et al. (1997) noted that the majority of
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the treatment literature focuses on pharmacological treatment, or ECT. This is despite 
the recognition o f many psychosocial and environmental factors that contribute to the 
development of depression in this population.
Yet research lacks systematic controlled drug trials, literature focuses instead on case 
studies (e.g. Cooper & Collacott, 1996; Einfeld, 2001; Hatton, 2002). Lowry (1998) 
cited Fahs’ (1997) review where six studies reported the effective treatment of 
diagnosed depression with heterocyclic antidepressants. Four studies reported 
successful treatment using fluoxetine. However, Lowry stressed the importance of 
these finding being replicated in double-blind, placebo controlled studies. In another 
review, Einfeld (2001) did not report any studies evaluating the use of antidepressants 
for ‘typical’ depressive symptoms per se, but did report the improvement of 
perseverative and repetitive behaviours including rituals of autism and self-injurious 
behaviour after the prescription of SSRIs in about a third of the cases.
Behavioural approach
Behavioural approaches are commonly applied to those with LD. These were usually 
aimed at controlling or changing the individual’s behaviour through external 
contingency management. However, with the increasing influence of normalisation 
principles, the sole use of contingency management programmes has become less 
acceptable to practitioners (Kroese, 1997; p. 5). Consequently this approach has 
incorporated cognitions and the environment. This can be seen in the implementation 
of assessment techniques such as ‘Functional Analysis’. Because a number of areas 
are identified where help could be targeted, and a multi-modal treatment package 
incorporating behavioural and cognitive components can be designed. McCue (2000) 
highlights the need for understanding that (challenging) behaviours serve a function 
for the individual and that interventions should seek to alter systems rather than 
individuals. However, these approaches have been criticised for being too mechanistic 
and simplistic. They can be inconsistently applied and care givers do not always 
understand it adequately (Wolverson, 2003). A clinical psychologist who is consistent 
in their work and carries out training and teaching for care staff can address these 
points.
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Davis et a l (1997) and Lowry (1998) documented the efficacy of behavioural 
approaches based primarily on operant learning, respondent conditioning, and social 
learning paradigms for a wide range of problems experienced by adults with LD and 
concomitant emotional and behavioural disorders. However, the effect of treatment 
was only evaluated within therapy sessions, with no information about generalisation 
of treatment gains into daily life. No evidence was presented concerning other 
depressive symptoms such as activity levels. There was also a lack of data concerning 
baseline and ongoing levels of the depression and its symptoms (Benson, 1990).
Cognitive approach
Nezu, Nezu, Rothenberg, DelliCarpini and Groag (1995) explored whether the types 
o f cognition associated with depression in the general population were also found in 
people with mild LD. They administered two self-report measures assessing 
depression, the BDI-R and PIMRA. In addition, a number of questionnaires assessing 
different levels of cognitions were also administered. These assessed factors such as 
frequency of automatic thoughts, generalised beliefs or assumptions, and the quality 
of social support systems.
The cognition questionnaires were significantly correlated with both depression 
measures. Participants reporting higher levels of depressive symptoms also reported 
higher frequencies of negative automatic thoughts, greater feelings of hopelessness, 
lower rates of self-reinforcement, and had more negative social support. These 
findings indicated an association between severity of depressive symptoms with 
certain psychosocial variables, including cognitions described in cognitive theory of 
depression based on a normally developing population.
Dagnan and Chadwick (1997) identified factors that should be established before 
carrying out Cognitive Behavioural Therapy (CBT) treatment with a person with LD. 
These can be established in a ‘pre-therapy assessment’ and includes the following 
cognitive elements: the accessibility of automatic thoughts; the ability to identify 
cognitions associated with emotions and behaviour; awareness and differentiation of 
emotions; and the ability to work with the tasks and goals of cognitive therapy. This 
includes understanding the relationship between cognitions and affect, and
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establishing short-term goals for therapy. Dagnan and Chadwick (1997) interviewed 
people with the aim of examining the comprehension of a simplified cognitive model 
o f an event causing distress. First the emotional consequences, then the antecedents to 
the events were established. Then beliefs and their link with the consequence were 
explored. This was carried out using situations actually experienced by the 
participants. The study found that some participants were able to carry out the basic 
task of discriminating between events, beliefs and emotions. The assessment process 
indicated that some people with LD can ‘easily understand’ and work with a simple 
cognitive intervention.
Lindsay, Howells and Pitcaithly (1993) found similar results administering the Zung 
with two participants before and after a modified CBT programme that contained the 
‘essential components’. The components included: establishing the relationship 
between thought, feeling and behaviour; setting an agenda; monitoring thoughts; 
isolating negative thoughts, their assumptions and accuracy; generating alternative 
thoughts; and practising them in a homework setting. The treatment was deemed 
successful because both clients obtained lower scores on the Zung scales after 
treatment. Self-monitoring also revealed a decline in weekly ratings of worry. Neither 
person was treated with medication. The authors concluded that the improvements 
were a result o f the intervention. However, a case study design cannot establish 
whether one-to-one contact or the specific features o f the CBT approach caused the 
changes.
Psychodynamic approach
Hollins and Sinason (2000) identified a number of issues in psychodynamic theory 
that are applicable to a LD population. Developmental issues are pertinent to this 
group. The existence of disability at birth impacts on the individual’s relationship with 
their family and community. This can have far reaching consequences, such as the 
quality of attachment with the primary caregiver. Attachment is more likely to be 
insecure in people with LD (Esterhuyzen & Hollins, 1997). Long term consequences 
of insecure maternal attachment problems are similar to that described in the general 
population, but Hollins and Sinason argue that they may also include challenging 
behaviours and pathological grief following significant losses.
- 32 -
People with Learning Disabilities Essay
Those with a LD can experience a number o f losses, or loss reactions, for example, for 
the ‘normal’ self that would have been bom. When the loss is that of a loved person, 
people with LD are often excluded from more concrete aspects o f death and 
bereavement rituals. As a group they displayed more psychopathology and 
behavioural disturbance, including irritability, anxiety and depression than the 
controls. Yet research suggests that people with LD can acquire the concepts of death 
and its universality, inevitability, and irreversibility, albeit later than people without 
LD and it would be appropriate to include them in these grieving rituals (Harper & 
Wadsworth, 1993; Hollins & Esterhuyzen, 1997).
Despite the suggestion that a psychodynamic approach could be a useful approach for 
this group, there has not been any supporting evidence (Hatton, 2002). Hollins and 
Sinason (2000) agreed that there is insufficient published research to conduct a 
systematic review of psychodynamic therapy with people with LD. Attempts have 
been made to evaluate psychodynamic therapy through ‘practice-based evidence’ 
(PBE) (Newman, Kellett & Beail, 2003) by administering clients three outcome 
measures pre-, post- and following on from treatment. The authors found reduced 
psychological stress, an increased interpersonal functioning and increased self-esteem 
(Beail, 2000). It is not clear, however, what criteria were used to consider a person 
‘improved’ and indeed whether therapy was the cause of this change. The measures 
were obtained with ‘assisted completion’ and the quality of the information may vary 
according to the practitioner collecting the information. Standardisation in these 
techniques is required.
Combination o f  approaches
A combination of approaches has also been reported in the literature. For example, 
Davis et al. (1997b) report a programme of supportive psychotherapy together with 
medication. Long, Wood and Holmes (2000) report a number of techniques used in 
the treatment o f a young woman with LD and autism who was suffering from 
depression. Initial treatment focused on communication ability and the development 
o f an activity programme, which comprised positive feedback for engaging in 
activities and one-to-one support. Paroxetene was also prescribed. Eventually the
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client was able to attend a day centre for people with LD and challenging behaviour. 
However, it is currently not possible to determine the most efficacious treatment for 
depression in people with LD. This research has not been carried out.
Future research
A theme throughout the literature concerned with LD and depression is the need for 
further research. Oliver, Piachaud, Done, Regan, Cooray and Tyrer (2003) observed 
that almost all evidence-based practice for LD has been transferred directly from adult 
psychiatry or mental health services. This may not always be appropriate for this 
group.
Practical and ethical difficulties in carrying out research with this population are 
apparent. Research with randomised designs may not be so straightforward. There are 
those who feel that it is unethical to place participants in ‘control’ groups not receive 
‘necessary’ treatment. The participant also has to give informed consent. This may be 
problematic if participants are less competent to provide consent than the general 
population. Other practical difficulties are the relatively long time period needed to 
detect changes in LD and small sample sizes because of low prevalence of certain 
conditions (Oliver et a l,  2003).
The advent of ‘PBE’ represents the contribution of practitioners who wish to examine 
the quality of clinical practice and service provision, but cannot rely on studies with 
large samples and heavily controlled methodological designs. Newman et a l (2003) 
view PBE and evidence-based practice as complementary research methods that 
address both internal/statistical and external/naturalistic validity issues. Their studies 
are an initial stage in the development of an evaluation approach, which may require 
the addition of additional measures such as client satisfaction.
The lack of evidence, and research tradition in some of disciplines involved in 
working with people with LD, has lead to a greater reliance on ‘expert opinion’ than 
in other areas of mental health (Oliver et a l,  2003). Yet, ‘expert opinion’ is not 
necessarily based on high quality evidence. Evidence is necessary in the ‘clinical
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governance’ era, where services with no scientific basis for their continuation may be 
withdrawn.
Evidence from the literature, research and practice all begin to indicate the scope of 
work that is possible, and needs to be developed, with this group of people. There is a 
role, then for clinical psychologists who do have training in research techniques to 
increase understanding of the aetiology of depression in this group, to standardise 
measures, to provide further training for those who are involved in care to identify and 
understand depression, and systematically evaluate treatment methods. Only then can 
a ‘gold standard’ service for people with a LD be achieved.
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Definition
Obsessive-compulsive disorder (OCD) is a condition typically characterised by 
distressing obsessional thoughts or impulses, and compulsive rituals that reduce the 
anxiety associated with the obsessions (Carr, 1999). The recognition that OCD was 
more common in adults than previously believed, and retrospective reports of onset in 
childhood and adolescence for a half to a third of adult sufferers, focused attention on 
this chronic and often disabling disorder (Rapoport, Swedo & Leonard, 1994). Over 
the past decade, greater attention has been paid to OCD than any other childhood 
anxiety disorder. Rapoport and Inoff-Germain (2000) attribute this to the awareness of 
the frequency of the disorder and the approval of several drugs for paediatric OCD.
Description
Obsessions are recurrent or persistent thoughts, impulses or images that are 
experienced as intrusive or inappropriate and cause marked anxiety or distress. The 
thoughts, images or impulses are not excessive worries about real-life problems. The 
person attempts to either ignore or suppress these thoughts, impulses or images, or to 
neutralise them with some other thought or action. The person recognises that the 
thoughts, images or impulses are the product of his own mind (and not imposed from 
without as in thought insertion).
Compulsions are repetitive behaviours (e.g. hand-washing, checking) or mental acts 
(e.g. praying, counting) that the person feels driven to perform in response to an 
obsession or according to rules that must be adhered to. These are aimed at preventing 
or reducing distress, or preventing some dreaded event or situation but are not 
connected in a realistic way with what they are designed to neutralise or prevent, and 
are clearly excessive. The content of the obsessions and compulsions is unrelated to 
another axis 1 disorder if  one is present (Diagnostic and Statistical Manual, 4^  ^Edition 
(DSM-IV), American Psychiatric Association (A?A), 1994).
Diagnostic criteria for OCD in children and adults are very similar as are the content 
and nature of the obsessions and compulsions (Shafran, 1998). The most common 
obsessions include concerns with: dirt and contamination; catastrophes such as illness
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or death; symmetry and exactness; religious scrupulosity; disgust with bodily wastes 
or secretions; unlucky or lucky numbers; and forbidden sexual thoughts. Common 
compulsions include washing; checking; removing contaminants; ordering; and 
collecting (Carr, 1999).
One main difference between the diagnostic criteria for children and adults is the 
recognition that the compulsions or obsessions are unreasonable. This applies to adults 
but not necessarily to children. This recognition of ‘unreasonableness’ also 
differentiates OCD from other disorders and Rapoport et al. (1994) observed that the 
severity criteria in DSM-IV was included to avoid confusion with the many childhood 
habits that are part of normal childhood development.
OCD is perceived as a chronic condition with symptoms that ‘wax and wane’ with no 
spontaneous remissions (Clark & Beck, 2002) and that is difficult to treat with ‘poor’ 
prognosis (Francis, 1988). OCD symptoms impact upon all aspects of one’s life 
because they are time consuming (more than 1 hour a day), and impair functioning, 
for children this means significant impairments in family relationships, peer 
interactions, and school performance (March, Franklin, Nelson & Foa, 2001) and 
impact more broadly on the child’s cognitive, social and emotional development. This 
provides an additional reason for research into effective treatments for children with 
OCD.
Clinical presentation
Childhood onset OCD has been documented as early as 2 years (Rapoport et al., 
1994). In 90% of cases, OCD symptoms change over time. With mostly a single 
obsession or compulsion at onset, which continues for months to years, and then with 
gradual acquisition of different thoughts or rituals. In school counting and symmetry 
are common, a period of excessive washing is frequent in early an mid-adolescence 
with sexual thoughts or rituals becoming increasingly common in later adolescence, 
usually dissipating by 18 years of age, to be supplanted by more general ruminations 
and doubts (Swedo, Rapoport, Leonard, Lenane and Cheslow, 1989).
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There is an association with early childhood onset OCD with attention deficit attention 
disorder and tic disorders. There is a query as to whether this is a qualitatively 
different sort o f OCD to that found in adults (Chowdhury, Elsworth & Ganeson, 
2003). Clinical presentation in young children is similar to that in older children and 
adolescents, but familial OCD appears to be increased among young children, 
suggesting that genetic factors may be more prominent among this sub-group.
Whether obsessions are inevitably present, and the degree of insight required 
concerning the irrationality of symptoms are debated (Rapoport et al., 1994). Both 
DSM-IV and ICD-10 state that compulsions are designed to neutralise or prevent 
some dreaded event. Yet, about 40% of children (Swedo et al. 1989) and adults 
(Kamo, Golding, Sorenson and Bumam, 1988) with typical compulsive rituals denied 
associated obsessions, suggesting that neutralisation is not always present. While 
some children are not willing or able to verbalise associated thoughts, there are 
anecdotal reports from clinicians indicating that many children report only rituals 
(accompanied by a vague discomfort if these rituals are not carried out), without 
associated thoughts (Rapoport et al., 1994).
Prevalence
Prevalence rates of between 0.1 and 4% are found in young people although rates vary 
according to the age of the sample studied (Heyman, Fombonne, Simmons, Ford, 
Meltzer & Goodman, 2003). March et al. (2001) stated that, at any given time, ‘three 
to four youngsters in each elementary school and up to 20 teenagers in most average 
sized high schools have OCD’. Heyman et al. (2003) identified 25 OCD sufferers in a 
sample population of almost 10,500 young people aged from 5 to 15 years. Only three 
of the identified children had attended specialist children’s services, suggesting that 
OCD is undetected and under treated.
Heyman et al. (2003) examined the characteristics of the OCD sufferers. They found 
an equal number o f boys and girls in the OCD group, and increasing rates of 
prevalence with age. Comparisons were made between the OCD, normal and 
psychiatric control samples. The psychiatric control sample included children 
receiving a psychiatric diagnosis other than OCD. In comparison to the control groups
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the children with OCD experienced additional socio-economic stressors, they were 
from lower social classes than both control groups and tended to come from larger 
families with a significantly lower income than the control group, but not the 
psychiatric group. There were a significantly greater proportion of children from 
ethnic minorities in the OCD sample compared to both control samples. The OCD 
group obtained significantly lower IQ scores than both control groups. This was not 
accounted for by co-morbid conduct disorder or socio-economic class.
These findings indicate that those with OCD are at risk of not gaining access to 
services. It should be established whether this is as a result of their disorder or because 
they are from disadvantaged sections of society. Studies in other countries find similar 
pattern in sex ratio, age and type of presentation in childhood rituals (e.g. Japan 
(Honjo, Hirano, Murase, et al., 1989); India (Khanna & Srinath, 1988); Turkey (Diler 
and Avci, 2002). This raises the possibility that theories and treatments developed 
from research with participants from Western cultures are relevant to children from 
different cultures, although this should be investigated.
Aetiology and treatment theories
Carr (1999) identified three main psychological approaches used to explain OCD: 
psychoanalytic, family systems and cognitive-behavioural theories.
When considering whether cognitive techniques add therapeutic value to working 
behaviourally with children, this essay focuses on cognitive-behavioural therapy 
(CBT). The two component parts of the approach, the behavioural and the cognitive, 
are considered separately. It should not be forgotten, however, the important 
contribution made by biological theories that guide medication practice and systems 
theory that has guided family therapy work carried out in this field (Grados & Riddle, 
1999).
Behavioural approach
Behaviour therapy for OCD is based upon traditional behavioural theories such as the 
two-stage model of anxiety formation and persistence. Anxiety is elicited by exposure 
to the feared stimulus, and compulsions serve to reduce anxiety (Rachman &
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Hodgson, 1980; Shafran; 1998). Central to the model is the suggestion that the same 
normal learning mechanisms produce normal and abnormal intrusions (Salkovskis & 
Harrison, 1984). A variety of evidence supports the model, including psychometric 
studies (van Oppen, 1992), experimental manipulations (Rachman & Hodgson, 1980), 
genetic research (Rasmussen, 1993) and outcomes of behavioural therapy (Abel, 
1993).
Behavioural treatment for OCD is attributed to Meyer (1966) who combined exposure 
o f the patient to the item being avoided, while preventing performance of rituals and 
compulsions (‘exposure response prevention’ (ERP)). Exposure can be ‘in vivo’, 
which involves systematic exposure to feared stimuli, or imaginai, involving 
systematic imagination of confrontations with feared situations. In both cases response 
prevention is carried out simultaneously. Cessation of ritualistic behaviour occurs 
because the patient realises that the feared consequences fail to occur, as a result the 
patient’s distorted expectation of harm dissipates (Foa & Kozac, 1986). In addition, it 
is thought that through prolonged exposure, physiological components o f anxiety are 
corrected by autonomic habituation. In vivo exposure is seen as the more successful 
ERP, whereas imaginai ERP is seen as useful for obsessional thoughts (Piacentini, 
Gitow, Jaffer, Graae and Whitaker, 1994).
Outcome studies o f adults with OCD report success rates approaching 90% following 
exposure therapy (Marks, 1987), suggesting that ERP is effective in treating OCD but 
this is not clear-cut. Problems have been reported with residual symptoms, treatment 
refusal or dropout and treatment non-response (Whittal, Rachman and McLean, 2002). 
ERP is not particularly useful for the treatment of obsessions in the absence of overt 
compulsions. Salkovskis and Westbrook (1989) reviewed seven studies, and used a 
50% decline in symptom severity as a cut-off point to separate patients who had 
‘improved’ from ‘not improved’. Only 46% of the participants met criterion for 
improvement. Other studies report similar findings with patients seeking further 
treatment of OCD or co-morbid disorders (e.g. Foa, Steketee & Ozarow, 1985; 
O’Sullivan and Marks, 1991).
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For some people ERP is difficult to tolerate, with a 20-30% treatment refusal or drop 
out rate (Stanley and Turner, 1995). Studies assessing predictors of treatment failure 
or dropout investigated the following variables: pre-treatment severity; duration of 
disorder; age o f onset; severity of co-morbid depression; overvalued ideation; 
treatment expectancies; homework compliance; and the presence or personality 
disorders (Whittal et al., 2002). ‘OCD lifestyle’ was the only factor predicting a 
negative outcome. This was independent of disorder severity and described the extent 
to which the individual’s life revolved around the OCD (Rachman and Hodgson, 
1980).
Cognitive approach
The central premise of cognitive theory is that intrusive thoughts are a universal 
human experience, with 90% of community samples reporting occasional intrusive, 
repugnant, unwanted thoughts, images or impulses (Rachman & de Silva, 1978; 
Salkovskis & Harrison, 1984). Comparisons o f intrusions experienced by clinical and 
non-clinical samples found no difference in content, but differences in the meaning 
attributed to them. People without OCD did not give intrusive thoughts a special 
significance but people with OCD appraised them as threatening and personally 
relevant. This threat produced emotional distress and the urge to engage in overt or 
covert compulsive behaviour to reduce the threat.
Salkovskis (1985) believed that working with these appraisals and any underlying 
beliefs would be beneficial for treatment, addressing the high drop-out and refusal 
rates associated with ERP because they would be ‘less taxing’ for the client. In 
particular Salkovskis identified a core appraisal: that o f inflated responsibility. This is 
‘the belief that one has power which is pivotal to bring about or prevent subjectively 
crucial negative outcomes’ (Salkovskis, 1996). Other appraisals included: the over­
importance of thoughts, in particular ‘thought-action fusion’, which is the belief that 
having a thought is the same as performing the action; excessive concern about the 
importance of controlling one’s thoughts; overestimation of threat; intolerance of 
uncertainty; and perfectionism (Obsessive-Compulsive Cognitions Working Group, 
(OCCWG), 1997). Evidence supporting Salkovskis’ ideas include psychometric data 
(Shafran, 1998) and the observation that altering responsibility results in
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corresponding changes in: anxiety; estimates of the probability of harm; and the urge 
to perform neutralising behaviours (Shafran, 1997).
Cognitive-behavioural approach
The cognitive-behavioural approach represents more than just a fusion of the above 
theories. For example, Whittal et al. (2002) considered the role of exposure, which is 
common to both but varies in function and duration. In the behavioural paradigm it is 
the primary tool used to alter dysfunctional behaviour. OCD is maintained by the 
escape from, and avoidance of, anxiety, which is accomplished by performing 
compulsions. The person’s gradual toleration to more intense levels o f anxiety by 
preventing the compulsions, and allowing the individual to observe that anxiety 
habituates both within and between exposures is the core of behavioural treatments. In 
CBT exposure plays a slightly different role, it is one of the many tools available for 
changing appraisals and is used primarily to disprove feared consequences. The goal 
of CBT for OCD is to provide altemative(s) regarding interpretation or appraisal of 
the intrusive thoughts. In a behavioural model, anxiety is the driving force behind the 
behaviour. In the CBT model, anxiety plays a role but is secondary to appraisal 
(Whittal et al., 2002).
Treatment outcome of CBT with adults is found to be generally ‘promising’ with 
results that are generally equivalent to ERP and in several studies superior. (Whittal et 
al., 2002). Improvements were not just increased insight, they depended upon 
systematic consideration of alternative explanations to invalidate fearful appraisals of 
intrusive thoughts and images. In adults CBT is seen ‘as effective as medication, if  not 
more so with a lower relapse rate’ (Shafran, 1998; p. 64). For example, Van Oppen, de 
Haan, van Balkom et al. (1995) compared two groups of adults with OCD undergoing 
two different types of treatment. The first group received ERP treatment and the other 
received cognitive therapy based on Salkovkis’ ideas together with some exposure to 
test cognitions. Half of the cognitive group and 28% of the ERP group were rated as 
recovered at the end of the treatment.
How therapies are delivered may have an impact on treatment effectiveness. Whittal 
et al. (1998) compared behavioural (ERP) and cognitive group therapies. Both groups
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displayed a decrease in symptoms but it was significantly greater in the behavioural 
group. Whittal et al. (1998) hypothesised that this showed the need to address 
idiosyncratic cognitions individually. Whittal et al. (2002) then compared patients 
receiving individual ERP or cognitive treatments. Although both conditions reported a 
decrease in symptoms, the recipients of cognitive treatment showed fewer symptoms 
than the ERP recipients. Whittal et al. (2002) considered the possibility that treatment 
effectiveness may require matching patients to type and modality of treatment. With 
more concrete and less psychologically minded OCD patients benefiting from ERP, 
with others benefiting more from CBT. The authors did not, however, investigate this 
but this idea could be relevant for work with children.
As yet no study compares ‘pure’ cognitive therapy to behavioural therapy in adult 
research. So no conclusions can be drawn about the comparative efficacy of either 
approach. More studies need to be carried out comparing CBT and behavioural 
therapy to clarify the mixed results. Exploration of follow-up measures could continue 
to assess effectiveness of treatments.
Given the focus on behavioural therapeutic work with adults, it is not surprising that 
this has been a primary focus for work with children (Francis & Gragg, 1996). 
Although the empirical literature in children and adolescents is less well developed 
than the adult literature, supporting evidence comes mostly from open and single case 
studies, but the consensus is that techniques employed with adults are also appropriate 
for children (March et al., 2001). It is also necessary to demonstrate the presence of 
abnormal cognitions in children with OCD to establish whether cognitive techniques 
are appropriate for children (Stallard, 2002).
Evidence of cognitions
Cognitive strategies are rarely studied as the sole intervention treatment of childhood 
anxiety and fears. Piacentini and Bergman (2001) reasoned that this was because of 
the perceived cognitive limitations characterising this age group. Piacentini and 
Bergman (2001) considered the role of cognitions in childhood anxiety disorders 
generally. Cognitive disorders are considered to play a fundamental role in the 
development and maintenance of clinical anxiety in adults. The tendency to
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preferentially process or attend to threat and danger in the environment forms the 
central tenet of most cognitive conceptualisations of anxiety disorders. Other relevant 
cognitive factors include the assumption that negative events will occur and one’s 
inability to function successfully in threatening situations. In a review examining 
cognitive processes related to anxiety in children there was support for the notion that 
these cognitive processes play a similar role in childhood anxiety. The specific 
cognitive processes described were attention (threat) bias and expectation of negative 
events.
Barrett and Healy (2003) examined cognitive processes involved in childhood OCD 
and explored whether children aged between 7 and 13 years demonstrated appraisals 
of responsibility, probability, severity, though-action fusion, self-doubt and cognitive 
control. The researchers used the idiographic assessment methods suggested by the 
OCCWG (1997). Ratings of these appraisals were obtained from a sample of children 
with OCD, and were compared with ratings from a clinical control group of anxious 
children and a non-clinic control group. Children with OCD reported significantly 
higher ratings of responsibility, severity, thought-action fusion and less cognitive 
control.
Extreme in continuum of normal development?
A link has been made between OCD symptoms and the normal developmental 
phenomena of superstitions, magical thinking, and ritualistic behaviours of common 
superstitions. Magical thinking ‘typically involves attribution of causal effects on real 
events by either thought or an action that is physically unconnected to the events’ 
(Bolton, Dearsley, Madronal-Luque and Baron-Cohen, 2002). Bolton et al. (2002) 
investigated magical thinking in young children through to late adolescence and 
investigated the relation between magical thinking and OCD. It was found that 
children across the age range reported some magical thinking with no general decline 
with age. A significant correlation was found between levels of magical thinking and 
obsessive compulsion.
There are potential difficulties in generalising from the study’s participants to children 
with OCD. None of the children had clinical levels of OCD. The participants were
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from an independent school, selecting pupils demonstrating an above average 
intelligence. This population sample does not reflect that indicated in epidemiological 
studies described earlier (Heyman et al., 2003).
An earlier study found that superstitions and superstitious beliefs or behaviours of 
children with OCD were no more severe or numerous than those of normal peers 
(Leonard, Goldberger, Rapoport, Cheslow & Swedo, 1990). Moreover, when ‘micro­
episodes’ of symptoms were discounted, normal childhood developmental rituals were 
not exaggerated. This indicates that OCD cannot be viewed as exaggerated behaviours 
on a continuum with population samples but that symptoms are discontinuous from 
cultural rituals and beliefs.
It is unclear whether the previously mentioned association with tic disorders impacts 
upon treatment effectiveness. Himle, Fischer, Van Etten, Janeck and Hanna (2003) 
carried out a group CBT programme that included psychoeducation, ERP, cognitive 
strategies, and family involvement with nineteen 12 to 17 year olds with tic-related or 
non-tic-related OCD. Outcomes were very similar for both groups with significant 
improvements found. This suggests that although aetiology may differ, treatments 
may be equally effective.
Potential difficulties in addressing cognitions
Piacentini and Bergman (2001) summarised developmental considerations in the 
treatment of childhood anxiety. Considerations included less well-developed and more 
concrete cognitive abilities, poorer recognition and understanding of emotional states, 
greater present versus future orientation, greater variability in motivation, and a 
greater reliance on family, academic, and other social systems. Cognitive development 
is particularly pertinent in CBT where verbal and cognitive skills are of great 
importance (Ronen, 1998).
Ronen (1998) observed that children’s age, gender, and cognitive stage all influence 
therapy. There should be an integration of developmental theory into CBT through 
understanding normal development, thus helping to understand what is ‘normal’ in the 
child’s stage of development. For example, knowledge of repetitive behaviours and
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magical thinking, essential for developing mastery and control in normally developing 
children, helps to differentiate this from maladaptive OCD symptoms. Understanding 
normal development also aids the therapist in providing intervention that is 
appropriate for the child’s age, cognitive and verbal abilities.
CBT emphasises on treatment within the child’s own natural environment, be it the 
school, family or peer group (Ronen, 1998). This is not always a straightforward 
process and ethical dilemmas can arise. Doe, Elsworth, Tingay and Wolpert (2002) 
considered some of these in the context of child and family work. For example, if  one 
follows CBT principles, the provision of a clear explanation of the process of therapy 
aids informed consent. This explanation is usually given to the child and family, 
questions arise as to whether the child or parent is actually giving consent and who 
determines therapeutic goals? If parents are considered ‘co-therapists’, then could this 
result in the child feeling singled out and perceiving that the problem resides in them 
alone? One solution offered included the explicit discussion of these potential 
domains of conflict.
Outcome studies
Outcome studies in young people have generally focused on four areas: medication; 
behaviour therapy; family intervention; CBT, and combinations of these approaches. 
It is generally agreed that treatment outcome studies with children are few and have 
methodological difficulties so difficult to interpret (Shafran, 1998; Rapoport and 
Inoff-Germain, 2000). Many are single case reports and other studies include a 
number of treatment approaches but in an unsystematic way, with an absence of 
baseline observations or established treatment time course, and the use of mixed 
objective rating scales for obsessions, anxiety and fear.
Behavioural therapy
ERP was the predominant behavioural intervention in outcome studies, although 
techniques such as rewards, tokens and modelling were also reported (March et al., 
2001). Rapoport et al. (1994) reported nine out of 20 using ERP, March (1995) 
reviewed 32 articles, o f which 17 presented the outcome of a formal exposure 
procedure. There was a reduction in symptoms for the majority of cases. 26 used an
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ERP procedure ‘successfully’. 6 studies presented found that ERP was ‘not viable’ 
because of the type of OCD presented. Rapoport and Inoff-Germain (2000) noted that 
none of the behavioural outcome studies reviewed met the criteria for rigorous 
research used in adults, and most are clinical reports or adaptations of techniques.
Shafran (2001) reported two controlled trials of behavioural therapy, de Haan, 
Hoogduin, Buitelaar and Kiejsers (1998) compared two 12-week trials of medication 
and behavioural therapy. On a standardised measure the children on medication 
showed a 30% improvement and those receiving behavioural therapy demonstrated a 
60% increase. Franklin, Kozak, Cashman et al. (1998) found an improvement of 67% 
in 14 patients who received 16 sessions of ERP. There was no difference in outcome 
and the gains maintained between those who received this treatment on a weekly basis 
compared to a more intensive programme. There was also no difference between those 
who received or did not receive medication.
The use of ERP in conjunction with medication and or family therapy has a degree of 
success. Flament, Koby, Rapoport et al. (1990) evaluated outcome of children treated 
with pharmacotherapy, a third of whom also received behaviour therapy. The follow- 
up, carried out 2 to 7 years later, described the outcome as ‘poor’. 43% of the 
participants met the diagnostic criteria for OCD. 70% continued to take medication. 
Only 11% were found to be ‘asymptomatic’. Flament et al. (1990) found that three 
factors predictive of poor prognosis: those with the more severe symptoms after 5 
weeks of treatment with medication; those with a lifetime history o f tic disorders; and 
children of parents diagnosed with an axis 1 psychiatric condition. From this study 
however, it is not possible to separate the beneficial effects attributable to behavioural 
therapy.
Behaviour therapy and family therapy have been combined since early practice and 
remains ‘strong in both theory and practice’ (Shafran, 1998; p. 63). The involvement 
of family members is an important consideration in behavioural treatment. Familial 
over-involvement, marital stress and family psychopathology can interfere with the 
success of behavioural modification, so involving the family in a positive way is 
essential. Piacentini et a l (1994) reported three case reports, two of whom ‘responded
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w eir to an outpatient behavioural treatment programme combined with family 
intervention and maintained their gains one year later. The third person showed 
‘minimal improvement’ and the authors attributed this to family dysfunction. A 9 -14 
year follow-up examination of fourteen adolescents treated with behaviour therapy 
and family therapy considered eight adolescents ‘recovered’ because they no longer 
met the diagnostic criteria, they were not on medication and they demonstrated good 
social adjustment. The remaining 6 adolescents still met the diagnostic criteria for 
OCD (Bolton, Luckie and Steinberg, 1995).
There have also been combinations of more than two therapies. Thomsen (1994) 
carried out a 6 - 22 year outcome study after treatment with medication, family 
therapy and behavioural therapy for in-patients. Around 25% of the 47 patients 
recovered, 25% were ‘subclinicaT, so experiencing some symptoms but not severely, 
25% experienced episodic OCD and the remaining experienced chronic OCD. Again, 
the design of the study did not allow for differentiation between therapeutic 
interventions. This criticism is valid for a number of studies carried in this area (e.g. 
Apter, Bemhaut and Tyano, 1984; Bolton, Collins and Steinberg, 1983). Although 
these studies probably reflect current practice, the inclusion of concurrent treatments 
hinders the ability to draw conclusions.
Success of treatments, either alone or in combination, appears partial. Clinical 
experience indicated that at least half of referrals to behaviour therapists did not enter 
into treatment because either the symptoms were not amenable to behavioural control 
(because obsessions predominated) or the child was not able to comply. Referral for 
behaviour therapy is a balance between the availability of treatment, the child’s 
cooperation and symptom pattern. There are few guidelines indicating which children 
will respond to which treatment, although pure obsessions are more difficult to treat 
behaviourally than are rituals (Rapoport et al., 1994).
Cognitive techniques
The use of cognitive strategies with children is not a new phenomenon. There were 
reports of the ‘successful application’ of thought stopping for obsessive ruminations in 
the 1970s (Campbell, 1973; Friedman & Silvers, 1977). Stallard (2002) pointed out
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that CBT is used as an umbrella term for a ‘disparate’ range of interventions and this 
makes treatment evaluation difficult.
March and Mulle (1998) describe their four stage protocol ‘How I ran OCD off my 
land’ as CBT that aims to help ‘the child internalise a strategy for resisting OCD, 
which depends on a clear understanding of the disorder within a medical framework’ 
(p. 10). The first two stage concentrates on psycho-education and ‘cognitive training’, 
described as ‘cognitive tactics’ for resisting OCD. The goals are to increase personal 
efficacy, predictability, and self-attributed likelihood of a positive outcome for ERP 
tasks. Targets of cognitive training include reinforcing accurate information regarding 
OCD and its treatment, cognitive resistance, and self-administered positive 
reinforcement and encouragement. The child enlists allies (e.g. parents and therapist) 
in the battle against OCD. Constructive self-talk (‘bossing back OCD’) and the use of 
positive coping strategies provide a cognitive ‘tool kit’ to use during ERP tasks, which 
in turn facilitates compliance. In the third stage the child ‘maps’ the OCD. These three 
stages prepare for intensive graded ERP, which lasts from weeks 3 to 20 although 
some children require fewer sessions. The techniques are adapted throughout to 
consider the child’s age and cognitive abilities. In an open trial of the protocol, 12 of 
15 children showed at least a 30% improvement on standardised measures (March, 
Mulle and Herbel, 1994).
Although March and Mulle (1998) included cognitive techniques, they did not 
incorporate Salkovskis’ ideas on responsibility or investigate the personal significance 
of intrusions. Instead the cognitive component comprises a ‘set o f tools to deal with 
anxiety’ (Piacentini and Bergman, 2001) If one considers Whittal et al’s (2002) 
consideration of the role of exposure, the use of ERP in the protocol falls within a 
behavioural framework where anxiety is the driving force of behaviour.
Work addressing cognitive appraisals has been carried out, apparently with some 
success (Shafran and Somers, 1998) Techniques for finding alternative, benign 
interpretations for intrusions and thought suppression were used by two 14 year olds 
with success. The authors concluded that these techniques could be used together with 
behavioural therapy. Kearney and Silverman (1990) used cognitive therapy in the
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form of rational emotive therapy in conjunction with ERP. It was considered that 
exposure would reduce the compulsions whereas the rational emotive therapy would 
reduce the obsessions.
Benazon, Ager and Rosenberg (2002) evaluated treatment of sixteen 8 - 1 7  year olds 
based on a combination of the March and Mulle protocol with another cognitive 
protocol aimed at encouraging the children to choose new and more adaptive 
responses to the intrusive thoughts (Schwartz, 1996). The parents were involved in the 
treatment o f 14 of the 16 participants. On standardised measures 10 children showed 
at least a 50% reduction in symptoms after 12 weeks. None of the children had 
received medication. Preliminary results suggest that the inclusion of work addressing 
cognitive appraisals is possible, although should be investigated further.
Conclusion
It is hard to establish whether cognitive techniques add therapeutic value to working 
behaviourally with children with OCD given the scarcity of its inclusion. There is a 
need to carry out more research that is systematic and recognises the diversity of 
children, particularly with regards to cognitive abilities (Stallard, 2002). Existing data 
are not clear because of the methodological difficulties, yet the consensus supports the 
notion that intervention work should include ERP, or at least explicitly justify not 
using it (Chowdhury et al., 2003). Given the difficult nature o f ERP it seems that 
additional intervention techniques need to be included to facilitate this aspect of 
treatment. Data demonstrate cognitive deficiencies and faulty appraisals in children 
with OCD so there is scope for expansion of existing protocols to include cognitive 
theory. Such a protocol would have to be flexible and sensitive enough to 
accommodate the child’s developmental stage, family members, and different 
cultures.
As studies in developmental psychology use more ecologically valid research methods 
to uncover cognitive abilities not previously appreciated in young children (Meadows, 
1993), the potential for increased understanding of cognitions, including magical 
thinking could potentially provide effective strategies for generating alternative 
cognitions for the child. Increased understanding paves the way forward for carrying
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out cognitive work that is sensitive to the child’s abilities and difficulties (Stallard, 
2002).
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Definitions
Older age is generally defined, in Europe and USA, by chronological age. For legal 
and occupational purposes a person aged 65 years and older are classified as an ‘older 
person’ (Laidlaw, Thompson, Dick-Siskin and Gallagher-Thompson, 2003). There is 
additional differentiation between the ‘young-old’ (65 to 75 years), the ‘old-old’ (75 
to 85 years) and the ‘oldest-old’ (above 85 years). However, Laidlaw et al. (2003) 
stress that using chronological age alone to understand a person is simplistic because 
one has to consider the person’s individual capabilities, taking biological, 
psychological and social factors into account. In addition, one has to consider that 
older people are the least homogenous of all age groups, and often have more 
dissimilarities than similarities, so any generalisations made should be taken with 
caution.
The term ‘life events’ was a term used to describe all significant social changes and 
sudden adversities that people experience throughout life. Historically an ‘event’ was 
a discrete incident, such as a death or accident, which happened on a particular day. 
This was in contrast to more chronic problems, such as disablement, and from the 
minor and more frequent irritations of life, also termed ‘daily hassles’ (Davies, 1996). 
The term ‘transition’ is now used in the literature (e.g. Iwasaki & Smale, 1998). This 
takes into account the observation that certain events such as relocation and retirement 
occur over an extended period (Davies, 1996). Life transitions are seen, then, as 
periods marking when the homeostasis of everyday life is disturbed by ‘daily hassles’ 
or ‘turning points’ in life (Gatz, Kasl-Godley & Karel, 1996).
Santrock (2002) identified the following transitions as characteristic o f later life 
including, but not limited to, coping with loss (e.g. death of spouse or friends, loss of 
health or disability), adjusting to retirement and reduced income, grandparenthood, 
second careers, and creating satisfying leisure lifestyles. Five major life events were 
identified in a 6-year follow up study of Americans aged 40 to 70. These were 
retirement, spouse’s retirement, medical problems, widowhood and when children 
leave the family home (Palmore, Cleveland, Nowlin, Ramm & Siegler, 1985).
- 63 -
Older People Essay
Plan
After considering why it is relevant to consider transitions in the lives of older people, 
some factors that are seen to influence adjustment to these transitions are explored. 
Possible factors leading to difficulties are reviewed. Commonly used interventions for 
older people facing difficulties with transitions are then examined.
Why study transitions in later life?
Transitions are normative experiences that occur to the majority (Heikkinen & 
Kauppinen, 2004), yet they play a crucial role in clinical practice with older people 
because they are often the proximal reason for referral to mental health services 
(Davies, 1996). An understanding of life transitions and their role in the mental health 
of older people is required. The National Service Framework (NSF) for Older People 
targets mental health and specifies it as a standard (Department of Health, 2001). 
Indeed the NSF identifies transitions as having an influential role in the mental health 
of older people:
“Depression may be triggered by a variety of factors such as bereavement and 
loss, life changes such as unemployment, retirement and social isolation. Older 
people can also become depressed because of increasing illness or frailty, or 
following a stroke or a fall.” (p. 100; DoH, 2001)
There is an assumption that the occurrence of a transition is stressful and so 
consequently, has a negative impact on the person’s mental health. Yet Palmore et al. 
(1985) did not find that the identified transition events from middle to old age 
necessarily produced major stress reactions demanding an adaptation. Davies (1996) 
points out that it is unlikely that all events will have the power to impact well-being 
equally. Attention has been paid to specific features of transitions, and will be covered 
later.
Depression
Particular attention has been upon the relation between life transitions and depression. 
It is often presumed that depression is a natural consequence of the losses experienced 
by this population in terms of emotional attachments, physical independence and 
socio-economic hardships (Laidlaw, 2001). Yet methodological issues in research
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investigating this make such a conclusion hard to reach because comparison of studies 
is difficult: different criteria for depression are used; there are differences in methods 
for measuring events; and depression symptoms can differ in later life. The pattern of 
depression is one of recurrence so it is likely that earlier episodes preceded the 
presentation o f depression in later life. This leads to uncertainty about the direction of 
causality between depression symptoms and transitions (Davies, 1996).
Only a minority of older people experience depression or depressive symptoms 
(Laidlaw et al., 2003). Beekman Copeland and Prince (1999) calculated an average 
prevalence rate of 13.5% for clinically relevant depression symptoms in a review of 
community-based studies. Livingstone, Hawkins, Graham et al. (1990) identified a 
prevalence rate of 16% with depression symptoms in a sample o f older people living 
in inner London. Given that life transitions happen to everybody, there must be other 
factors that moderate or influence the impact o f a transition on a person’s mental 
health. Knowledge about risk factors would be useful for clinicians to understand who 
may be vulnerable to experiencing difficulties following a transition. Knowledge 
about protective factors could also be useful in planning preventative 
psychoeducational programmes.
Heikkinen and Kauppinen (2004) examined the changes of depressive 
symptomatology over 10 years in a group of Finnish 75 year olds. At baseline just 
over a third of the 224 women, and just over a quarter of the 113 men, were found to 
be depressed. Rates of depression increased for the women over the 10 years. Only 14 
of the 123 participants who completed the whole study were found to be depressed at 
each phase of data collection. To examine the possibility that those with depression 
were dying earlier, comparisons of baseline scores were made between the two groups 
and no significant differences were found. This indicates that minor depression among 
the participants was typically episodic.
The predictors o f depressive symptomatology were then examined and found to be: 
loneliness; a large number of chronic diseases; poor self-rated health; poor functional 
capacity (activities of daily living); poor vision; and perceived negative life changes. 
Life changes occurring in the previous 5 years, and their positive or negative impact.
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were assessed in an interview procedure. The changes mentioned were: loss of spouse; 
loss of another close person; deterioration of health; deterioration of financial 
situation; and increased loneliness. An increase in symptoms was particularly sharp 
for those who experienced more than one change. However, it should be noted that 
positive changes were also reported, such as improved health or financial situation, 
and an increase in social circle. Two women reported that the death of an elderly 
spouse was a relief to them. This highlights the need to ascertain what the changes 
mean to each person before starting any intervention work.
Context
The finding that financial and health difficulties, together with social functioning, 
were predictors of depressive symptoms in the Heikkinen and Kauppinen (2004) study 
indicate the social and economic factors need to be taken into account when 
considering transitions. This may explain early failures to find a direct relation 
between life transitions and experienced difficulties. For example, bereavement was 
hypothesised to be a common precipitating factor for depression that hospitalised 
older patients (Turner & Sternberg, 1978) yet subsequent longitudinal studies did not 
support this and found relatively low rates of depression among the bereaved (e.g. 
Gallagher, Beckenridge, Thompson et al., 1982). Retirement was also assumed to 
have a negative impact for the person and again this was not wholly supported (e.g. 
Atchley, 1989). The assumption that events provide a social origin for depression is 
seen as being too simplistic for older people (Davies, 1996).
Research has indicated that a number o f factors may impact upon adjustment to 
transitions. Krause (1994) argued that the extent to which transitions can impinge on 
existing social identity could vary from person to person. The extent to which the 
capacity of the person to enact core roles is important and if reduced is likely to lead 
to ‘despair’. The timing of a transition has also been seen to have an impact on how 
transitions are managed. A hypothesised ‘social clock’ marks which kinds of 
behaviours are seen as appropriate at which stage of life (Rook, Catano & Dooley, 
1989). If a transition is seen as ‘on time’, usually at a time that coincides with the 
majority o f peers, then adjustment is likely to be good. One should also consider that 
transitions do not happen in the same way for everybody, consequently different
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demands will be placed upon the person. For example, retirement that is planned over 
a long period of time is likely to have a different impact to one that has been forced as 
a result o f an illness. These factors will be considered using retirement, widowhood 
and grandparenting as illustrative examples.
Timing
Kaufman and Elder (2003) examined the transition of becoming a grandparent and 
how this can impact ageing. Taking the premise that identities are shaped by social 
experiences (Goffman, 1963), the authors assumed that this would also be the case for 
age identity. They viewed age identity as subjective where people of the same 
chronological age can report a wide range of subjective age identities. According to 
role theory, transitions, including grandparenting, will be experienced as smoother if 
they occur at a normatively expected time (Kaufman & Elder, 2003). They examined 
grandparenting because it influences a person’s role identity, with this change the 
person is no longer just a parent but they have also become a grandparent, which 
requires different responsibilities. This transition can also occur over a relatively wide 
age range from the 30s onwards. It was hypothesised that those becoming 
grandparents at an earlier age will think of themselves as older than those who 
experienced the transition later. They also hypothesised that those enjoyed this role 
would also experience a younger age identity.
The study indicated that people who became grandparents and enjoyed the role felt 
younger and believed that people become older at older ages, and hoped to live longer 
than those who did not enjoy grandparenting. In addition, those who became 
grandparents at younger ages feel older than those who enter this role ‘on time’
The role of timing has also been investigated in retirement. Men in the US who retired 
before the age of 62 (the age of eligibility for social security benefits) reported less 
happiness and life satisfaction in retirement (Palmore, Fillenbaum & George, 1984). 
Bossé, Aldwin, Levenson and Ekerdt (1987) found that early retirees reported higher 
levels of emotional distress than workers of a similar age. These findings suggest that 
early retirees are more likely to be stressed, although the stress may have been caused 
by a third factor such as declining health, or business failure, which may have
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prompted the early retirement. The reason for retiring has also been shown to 
influence its stressfulness. Men whose retirement was unexpected or involuntary 
scored significantly lower than voluntarily retired men on emotional satisfaction, 
sense of usefulness, self-image, emotional stability, and interpersonal relations (Bossé, 
Spiro & Kressin, 1996).
The issue of timing, however, cannot be considered as a factor that is free from social 
and economic influence. One has to consider that those in lower socio-economic 
classes are more likely to have grandchildren at an earlier age and experience 
additional health problems, influencing early retirement. It may be that these people 
are going to experience a more stressful older age because of these difficulties, and 
because their restricted financial situation offers them fewer retirement choices, in 
comparison to more affluent and educated people in society.
Identity
Retirement involves a transition that may be viewed as a change in roles and an 
expansion and redefinition of previous career roles. Because career roles are 
associated with status, identity, power, and money this transition could be seen as a 
potential period of crisis (Jenson-Scott, 1993 in LaBauve & Robinson, 1999), 
particularly for men who have a greater association with these roles, whereas 
traditionally women are seen to identify less with this role. Originally research 
examining retirement was conducted with men. However, more recent research 
reflects the increasing number of women in the workforce (e.g. Price, 2003). Although 
the patterns of employment between men and women continue to differ, with men 
likely to be in continuous employment and women in part-time jobs or with periods of 
unpaid work to bring up families. Research has been carried out with women with 
continuous work histories (e.g. Price, 1998), but this may not be applicable to all. 
Price (2003) describes retirement as one of the ‘many discontinuities’ that women face 
in their lives.
Again, a number of factors contributed to retirement adjustment. These included, but 
were not limited to financial security, low self-esteem, off-time or involuntary 
retirement, retirement from lower-status jobs, culture, gender, leisure and social
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functioning, health, and obligatory family-centred responsibilities for women 
(LaBauve & Robinson, 1999; Price, 2003). Participation in leisure activities and high 
morale predicted a more successful retirement. Commitment to the work identity prior 
to retirement is positively related to self-esteem in retirement. This helps while the 
retiree establishes alternative sources of self-esteem after retirement (Reitzes, Mutran 
& Fernandez, 1996). Price (2003) identified a desire for meaningful activities after 
retiring in her sample of retiring professional women. This research indicated that a 
need to shift activities and find meaning after retirement is essential for successful 
transition. It may be that certain people will find this easier to achieve to do than 
others. Certainly, Price (2003) found that her participants varied in their abilities to 
make this shift.
Earlier coping strategies
One should also consider that the older person ‘has a past’ when thinking o f his or her 
current situation and difficulties (Woods, 2003). They rely on previously successful 
coping strategies and have their own personality characteristics. For example, studies 
indicate that life events in the person’s childhood, adolescence as well as the adult 
years have a significant impact on the likelihood of experiencing depression in later 
life (Kraijj & De Wilde, 2001 in Woods, 2003).
Hays, Kast and Jacobs (1994) examined the progress of spouses o f older people who 
were admitted for serious illness or elective surgery. Around a third of the patients 
died and their spouses’ reactions to the bereavement were examined. Those who had 
experienced low mood or dysphoria before in their lives reacted to the bereavement 
with more symptoms of depression that the non-dysphoric group, and they perceived 
their social network as non-supportive. However, within 25 months both groups of 
respondents had shown a significant recovery.
Involvement in social and leisure activities also seems to be a predictive factor. Those 
who are involved and continue their involvement appear to receive benefit from doing 
so, experiencing less depressive symptoms than those who reduce their social contact 
(Iwasaki & Smale, 1998).
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Anxiety disorders are becoming recognised as an important issue for older people 
(Gatz, Fiske, Fox et al., 1998). There is relatively little research on this topic, yet they 
are more common than depression in older people (Gatz et al., 1996). Wetherell, Gatz 
and Pederson (2001) examined the relation between anxiety and depression symptoms 
with Swedish middle-aged and older twins. Although anxiety and depression 
symptoms co-existed, over two 3-year intervals anxiety symptoms led to depression 
symptoms, but the reverse was not so. This suggests that more attention should be 
paid to those who present with anxiety symptoms, because they could be vulnerable to 
depression at a later stage.
Psychological intervention
Myers and Harper (2004) identified the preferred interventions for counselling with 
those experiencing difficulties with life transitions as group counselling and life 
review. Both approaches can target issues related to particular transitions, such as 
widowhood while also addressing participant issues, such as men-only groups. A 
review of the literature concerning group interventions showed limited effectiveness. 
One study quoted found that individual work was more efficacious than group work 
(Conrod & Overbury, 1998). The effectiveness of individual therapies, therefore, will 
be focused upon in this essay.
Evidence suggests that any experience of depression presented by the older person is 
not likely to be their first (Davies, 1996). One explanation may be the development of 
specific coping styles, which increases vulnerability to developing depressive 
symptoms. Research indicates that the contexts in which the transitions are taking 
place and person-related factors should be taken into account when attempting to 
understand the impact of a transition on a person. Given this, Davies (1996) argues 
that psychological intervention should address the need for new adaptive skills, 
including a re-evaluation of priorities and perhaps a shift in previously held values. 
This sits well with a person-centred approach as defined by the NSF (DoH, 2001). 
This approach aims to provide the person with an individual approach, which is timely 
and appropriate to their needs and requires recognition of individual differences and 
need, including cultural and religious differences.
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NSF guidelines for older people include offering psychological therapies alongside 
antidepressant drug treatment. The evidence suggests that the most effective 
treatments for depression are cognitive behavioural therapy (CBT), interpersonal 
therapy, or brief, focused analytic therapy (p. 101; DoH, 2001). Given the association 
between the occurrence of life transitions and depression, CBT as well as the 
psychodynamic therapeutic approaches will be considered.
Psychodynamic theory
A full description of psychodynamic theory is beyond the scope of the present essay 
but a summary, based on Smyer and Qualls (1999) will be presented here. In 
particular the model proposed by Erikson will be focused upon because it emphasises 
transitions throughout the lifespan.
Several features of the model will be described briefly, these are: the structure of 
personality; the role of anxiety and defences; and the role o f interpersonal relations in 
development. Personality is comprised of three components. The ‘id’ or drive, which 
represents the person’s core desires such as motives and emotions. The ‘superego’, or 
conscience, which is formed by the internalisation of rules and moral codes. Finally 
the ‘ego’ or self represents a rational organising function that helps the individual 
meet needs while managing conflict between desires and conscience, and negotiates 
needs in the real world. The well-developed ego plays a key role as a modulator of 
emotion because it evaluates situations rationally and determines the best way of 
proceeding to meet the needs.
Throughout life the person has to address the basic task of survival yet with the 
knowledge that survival is tenuous, this generates anxiety (Becker, 1973). External or 
internal threats generate anxiety that can disrupt ego functioning, which triggers 
automatic processes called defence mechanisms. These mechanisms reduce anxiety by 
avoiding, rather than solving the problem. Examples of defence mechanisms include: 
denial, which protects the self from unpleasant reality by obliterating it; and 
projection, which externalises inner conflicts by attributing unacceptable motives to 
others.
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Personality and ego development occur in interpersonal contexts. Basic structures are 
established early as the infant experiences basic needs and how the external world 
responds to them. The primary relationships on which the infant depends are known as 
attachment relationships (Bowlby, 1969). Attachment figures teach infants and 
toddlers about the external world (i.e. its safety, trustworthiness, and availability of 
nurturance) and have a key role in development..
Erikson’s (1963) model of psychosocial development conceptualised development by 
dividing the lifespan into stages that are characterised by common life tasks. This 
emphasised the opportunities for adults to mature in response to these tasks. Erikson, 
Erikson, and Kivnik (1986) described specific life themes that, although present 
throughout the life-span, are most salient at certain points in the life cycle when 
internal and external pressures highlight one particular theme. Responses to the 
socially structured tasks and crises encountered in the course of normal adulthood are 
experienced within the dynamics of the personality as individuals struggle to address 
them. They challenge familiar personality styles and strategies, creating anxiety that 
promotes either growth within the personality or a breakdown in functioning 
(regression).
For Erikson (1963) a distinctive aspect of development in later life was the unique 
potential for wisdom. This stage was called ‘ego integrity versus despair’. Here the 
individual makes peace with his or her life as it was lived. To do this, one integrates 
satisfactions and regrets into an acceptable life story. If regrets dominate the life 
review, the person is at risk for despair as he or she realises that the life cannot be 
relived. Although life review can happen earlier on, it is believed to have particular 
salience in later life. Reflections on one’s personal past require effort to maintain a 
coherent narrative, despite the disruptive effects of past events that challenged 
coherence and future events that include one’s own death. Erikson’s theory continues 
to examined and contributed to, with the investigation of an additional ninth stage in 
the model (e.g. Brown and Lowis, 2003).
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Causes o f  difficulties
Psychodynamic theory points to internal rather than external causes of 
psychopathology because the external events or challenges associated with ageing are 
experienced by far more people than those who develop psychiatric symptoms 
(Gutmann, 1992). Difficulties, according to this model, are caused by loss, immature 
defence mechanisms or an ability to generate a coherent life narrative.
Loss in later life can re-enact significant childhood losses, for example a loss of an 
attachment figure (Gutmann, 1992). When grief over significant attachment figures re­
enacts the childhood loss, particularly an unresolved one, this model predicts a 
regression in functioning and psychological difficulties. This loss model is relevant 
particularly in the latest phase of the life-span when social and physical losses are 
pervasive. Loss of physical, cognitive, and emotional strengths with advanced old age 
have an impact on the person’s self-esteem, which forces the person to compensate for 
their loss. If the environment cannot support these compensations, then this may 
undermine the functioning of the ego and cause difficulties (Gutmann, 1992).
An underdeveloped self or immature defence mechanisms may provide insufficient 
strength for handling psychological challenges of later life (Valliant, 1993). 
Throughout the life-span, developmental tasks are most challenging to those who lack 
sufficient internal structures to support adaptation. In his model, Erikson (1963) noted 
that those who have not mastered previous developmental challenges are considerably 
hampered in their efforts to adapt when faced with subsequent tasks. Vaillant (1977; 
1993; Vaillant & Vaillant, 1990) found that those with more primitive defence 
strategies in young adulthood had worse outcomes in later adulthood.
As a person reaches the end of their life Erikson (1963) proposed that a life review is 
prompted where past choices are examined. A personal narrative that integrates events 
and transitions of later life into a coherent life story is desired (Cohler, 1993). An 
inability to do so may lead to difficulties such as depression or anxiety. In Erikson’s 
terms, the ego lacks integrity when faced with the termination of life that one 
considers inadequately lived. Life review therapy is based on the work of Butler
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(1963) who was influenced by Erikson. The purpose o f the intervention is to resolve 
past conflicts and promote ego integrity.
Evaluation
The psychodynamic model is difficult to evaluate empirically because of the 
hypothetical nature of the personality structure, for example. There is evidence that 
people do experience and express the conflicts expected at Erikson’s later stages (e.g. 
Brown & Lowis, 2003), however, the effectiveness of interventions can be evaluated. 
Gatz et al. (1998) conducted a review of randomised controlled studies of life review 
intervention with older people. Overall studies suggested that this approach is 
probably efficacious as a treatment for treating depressive symptoms. Two out of the 
five studies reviewed suggested superiority o f life review to another intervention or 
placebo condition. However, there were methodological difficulties with these studies, 
including small participant numbers. In a more recent review, Myers and Harper
(2004) concluded that life review therapy is an effective intervention. One study cited 
examined the long-term effectiveness over a 3-year period comparing a friendly visit 
with life review. The results indicated significant improvement in self-esteem and 
satisfaction and decreased incidence of depression for those in the life review 
condition (Haight, Michel & Hendrix, 2000).
Gatz et al. (1998) also examined the effectiveness of brief psychodynamic therapy 
specifically for depression. It was found that this approach is efficacious for older 
people, although the participants in the studies reviewed were selective and excluded 
those with conditions such as cognitive impairments and current suicidal ideation. 
Psychodynamic work has also been influential in considering the client -  therapist 
relationship. This will be considered further on in the essay.
Cognitive Behavioural Therapy
Cognitive therapy is a directive, time-limited, structured approach that emphasises the 
role of cognitive processes in the origin and maintenance of depression (Beck, 1967; 
1995). Depressed people feel as they do because they commit characteristic errors of 
thinking. These errors of thinking distort events into a direction of self-blame, 
catastrophes and so on. This misinterpretation leads to illogical conclusions and so
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evaluations of themselves, the world and their future are negative. Therapy focuses on 
teaching the client how to identify and monitor these thoughts, how to learn the 
association between these thought and feelings, and to challenge these thoughts. This 
approach also has a behavioural component, which requires the monitoring of 
behaviour, particularly pleasurable activities which are typically reduced during a 
depressive episode. In addition, problem solving, relaxation and assertiveness skills 
are taught (Gatz et al., 1998).
Morris and Morris (1991) state that CBT can be particularly helpful for older people 
because it can be targeted to their specific needs, i.e. specific stressors and skills. 
Enhanced coping ability is fostered through self-monitoring and psychoeducation. 
Laidlaw et al. (2003) argue that the diversity of needs and circumstances that older 
people bring to services make CBT appropriate for older people.
Evaluation of interventions
Laidlaw et al. (2003) and Gatz et al. (1998) carried out reviews of studies evaluating 
the effectiveness of CBT intervention with older people (group and individual 
interventions). Gatz et al. (1998) found evidence to support the idea of CBT as a 
‘well-established’ treatment for older people. In some studies both CBT and 
pscyhodynamic approaches were as effective as each other. Laidlaw et al. (2003) drew 
similar conclusions (e.g. Thompson, Gallagher & Beckenridge, 1987).
Despite the studies mentioned above it should be noted that studies of intervention 
effectiveness continue to exclude older people (Woods, 2003). Furthermore, this 
exclusion is reflected in clinical practice, with older people being under-diagnosed, 
receiving less treatment. These result in lower referral rates to psychological therapies 
(Myers & Harper, 2003). If this is the current situation for older people in general, 
then the situation is seen as more extreme for those in ethnic minorities, with even 
fewer referrals (Mills, 2000). More examination of diversity is required to examine 
whether the theories put forward here are applicable to different communities and 
cultural groups. For example, Mills (2000) presents evidence suggesting that little is 
known by clinicians about the differences between cultures in presentation of 
depression in older people.
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Process of carrying out work with older people
The literature cited in the present essay was carried out researchers who are of a 
younger, working age than the older people on whom it focuses. Assumptions are 
made about older people because these are inherent in our society. There is a 
dominant view that ageing is a negative process and that youth is the ideal. With the 
focus on the negative aspects of ageing and the difficulties that can occur, reminders 
are required that the majority o f older people cope successfully with change and have 
positive attributes like resilience and resourcefulness (Brandstadter & Greve, 1994).
Likewise therapists carrying out interventions can also be much younger than their 
clients. Psychodynamic theory has been useful in considering the impact of this on the 
therapeutic relationship. An awareness of transference issues, where the client project 
onto the therapist characteristics of significant persons, which are not based on the 
actual interaction, is useful. Countertransference, is the same process where the 
therapist projects characteristics onto the client. An awareness of these processes can 
aid the therapeutic intervention. The therapeutic relationship can be particularly 
powerful for those clients who lead lonely, isolated lives. These are the very clients 
who are risk of developing difficulties after a transition (Smyer and Qualls, 1996).
Conclusion
Life transitions are normative experiences that do not necessarily cause difficulties for 
the older person. However, a large minority of people do experience difficulties. The 
range of theories that have informed research, such as life-span and role identity, have 
helped increase understanding about these transitions. In particular, the realisation that 
the context, rather than the transition alone, predicts whether the older person is 
vulnerable to developing depression and anxiety symptoms. Assessment of the older 
person needs to acknowledge the variety of influential factors that play a role. These 
include examination of external factors: such as socioeconomic status, financial 
situation; cultural factors such as gender, ethnic and cultural origin; and internal 
factors such as personality, self-esteem and previous coping strategies.
Those at risk of developing psychological difficulties are those with limited financial 
resources, a perception of their social network as unsupportive, numerous health
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problems, and who are from ethnic minorities. More subtle changes such as changes 
in social circle and leisure activities may also be usefully monitored because those 
who decrease their social functioning and are lonely appear to be at the highest risk of 
experiencing difficulties. However, if the person is identified and referred, it is 
possible to receive psychological intervention. As theory has influenced the stance of 
research undertaken, so it has provided a framework for interventions allowing 
clinicians to think about how a person’s previous experiences and coping styles 
impact the way life is being lived at present. The evidence is encouraging because it 
indicates that successful intervention is possible with either CBT or a psychodynamic 
approach, thus helping older people enjoy life with fewer difficulties and hopefully 
with the resources to cope with further life transitions more smoothly.
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Placement Summary
The names of supervisors and placement locations have been omitted from this
summary to maintain confidentiality. They may be found in Volume Two.
Adult Mental Health Placement
Dates: September 2002 to March 2003
Setting: Split placement between a Community Mental Health Team and an
Adult Psychology service
Main models: Cognitive behavioural therapy (CBT) and systemic
Cases seen: I observed my supervisors working with 22 different clients. The
difficulties included: anxiety; depression; difficulties adjusting to
bereavement; phobia; psychosis; and obsessive compulsive disorder. 
Using a CBT framework, I worked with 9 clients with difficulties 
such as depression, dog phobia, social anxiety and panic attacks.
I carried out a neuropsychological assessment with one client 
suspected of having dementia using the Wechsler Adult Intelligence 
Scale III, Wechsler Memory Scale III and National Adult Reading 
Test.
I carried out joint work with both supervisors carrying out assessment 
sessions, jointly with a couple, and as part of reflective team in a 
family therapy session. In addition, I co-facilitated a stress 
management group with another clinical psychologist.
Meetings: I participated in referral meetings, team meetings, psychology
meetings, which consisted of case discussions and seminars. I also 
met with colleagues to learn about their roles.
Research: I carried out my Service Related Research Project on this placement.
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People with Learning Disabilities Placement
Dates: April 2003 to September 2003
Setting: A  community service for people with a dual diagnosis of Learning
Disability and mental health problems.
Main models: CBT, Schema focused and behavioural
Cases seen: I observed the Assistant Psychologist carry out dementia assessments
and my supervisor in network meetings. I worked jointly with my 
supervisor with three clients who were experiencing difficulties such 
as anxiety and depression. I worked with nine clients who presented 
with difficulties such as anxiety about walking, over-eating, anger and 
challenging behaviour. The work included direct and indirect 
interventions, and cognitive assessments.
Meetings: I participated in departmental meetings and seminars, seminars
organised by the local Adult Mental Health Service. I also met with 
colleagues to learn about their roles.
Research: I carried out my research with clients using this service.
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Child and Adolescent Placement
Dates: October 2003 to March 2004
Setting: A  Child and Adolescent Mental Health Service
Main models: Narrative/Systemic Approach, CBT and behavioural
Cases seen: I observed my supervisor with two clients and their families, who had
difficulties with anxiety, school refusal and health anxiety. I observed 
an assessment o f a child with suspected ADHD at a multi-disciplinary 
Child Assessment Service assessment.
Using a narrative framework I worked with young people 
experiencing difficulties with anxiety, encopresis, and gambling. 
Using a CBT framework I worked with two young people 
experiencing difficulties with a spider phobia and depression and 
PTSD.
I also carried out two cognitive assessments to inform assessments 
where professionals and carers suspected Autism, and a learning 
disability.
I also worked jointly with another psychologist with two young 
people, one experiencing chronic headaches and the other with 
challenging behaviour such as aggression and threatening self-harm. 
Meetings: I participated in a referral meeting, departmental meetings,
psychology meetings. I also met with colleagues to learn about their 
roles.
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Deaf children Specialist Placement
Dates:
Setting:
Main models: 
Cases seen:
Meetings:
Research:
April 2003 to September 2003
A national out-patient service offering assessment, consultation and 
intervention for deaf children and their families.
This service addressed the communication needs of the clients, 
therefore British Sign Language as well as English and other spoken 
languages are used by the professionals.
CBT
I observed my supervisor and other professionals, such as a social 
worker, psychiatrists and CPNs working with young people 
experiencing difficulties such as aggression, antisocial behaviour, 
school refusal. I also observed a clinic focusing on the diagnosis of 
autism and cognitive assessments.
I observed a consultation with school requesting support for their 
pupils experiencing difficulties such as: behavioural difficulties, 
aggression, sexual and physical abuse.
I was involved with extended assessments with other colleagues 
carrying out cognitive assessments, school observations, and talking 
with school staff for young people referred because there were queries 
regarding the diagnosis of ADHD, Autism, and a learning disability. 
This information was collated with that o f the colleagues to inform the 
assessment.
I also observed, and was in the reflective team for, family therapy 
sessions carried out for young patients previously in the inpatient 
service. They were experiencing difficulties such as: a psychotic 
episode; anger; and family communication difficulties.
I participated in referral meetings, clinical meetings, service 
manager’s meeting, deaf psychology meetings. Child and Adolescent 
Mental Health Service meetings. Deaf Special Interest Group 
meetings, team days. I also met with colleagues to learn about their 
roles.
I initiated an audit about feedback to referrers on this placement.
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Older People Placement
Dates: October 2004 to March 2005
Setting: Based on a rehabilitation ward on a hospital, also had one session in a
day hospital and another in a community hospital.
Main models: CBT, Rational-Emotive Behaviour Therapy and Behavioural.
Cases seen: I observed my supervisor carry out mood assessment with people
recently experiencing a stroke. I also observed an occupational
therapist carry out an assessment of housing needs, and another
clinical psychologist with a client with OCD traits and tremor.
I carried out mood and cognitive assessments with four people on the 
rehabilitation ward recovering from strokes. I also carried out a 
cognitive assessment using the RBANS and Hayling & Brixton with a 
client experiencing memory difficulties. Using a CBT framework, I 
also carried out intervention work with 4 clients experiencing 
difficulties such as: fear of falling; depression; anxiety.
I also facilitated a reminiscence group with a care-worker from the 
Alzheimer Society.
Meetings: I participated in referral meetings, ward meetings, psychology
meetings. I also met with colleagues to learn about their roles. I 
observed my supervisor give talks to continuing care professionals. I 
also attended an audit session for hospital staff about Older People 
National Service Framework.
Placement Summary
Deaf Adult Placement
Dates: April 2005 to September 2005
Setting: An out-patient, community and in-patient service offering
assessment, consultation and intervention for deaf adults. This
service addressed the communication needs of the clients, 
therefore British Sign Language as well as English and other 
spoken languages are used by the professionals.
Main models: CBT, Behavioural
Cases seen: I carried out a number of initial assessment sessions alone and
with other team members. Presenting difficulties included 
depression, anger either related to mood or organic difficulties, 
and train phobia. Assessments were carried out at the service or 
in the community.
Joint work following a systemic model was carried out with a 
client experiencing a difficult relationship with his mother. Solo 
CBT work was carried out with clients diagnosed with paranoia, 
depression, and difficulties with anger.
Two extended neuropsychological assessments were carried out. 
One client was assessed to provide a baseline o f his cognitive 
abilities following a provisional diagnosis of dementia. The other 
client was assessed following anomalies in his brain scan.
I co-facilitated a group for clients who had experienced 
psychosis. Indirect work included assisting inpatient team 
members to engage a client using a behavioural approach.
Meetings: I participated in weekly Community Ward Round multi­
disciplinary meetings, weekly first assessment multi-disciplinary 
meetings, a service management meeting, and an in-patient ward 
round and one-to-one meetings with team members as part of my 
induction. I also met with members of the assertive outreach 
team. I attended monthly psychology meetings with other 
psychologists in the deaf service, a special interest group for 
psychologists working with deaf clients.
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Adult Mental Health Case Report Summary
A Cognitive Behavioural intervention with a 
22 year old woman experiencing a fear of dogs.
April, 2003
For the purposes of confidentiality, some details have been changed in this report and 
all names are fictitious to maintain the anonymity o f those involved.
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Reason for referral
Mandy, a 22 year-old Muslim woman whose first language was Arabic, was referred 
to a Mental Health Primary Care Service by her GP for treatment of her fear of dogs.
Presenting problem
Mandy described being increasingly scared of dogs to such an extent she felt 
‘terrified’ of going outside.
Initial assessment of the problem
Mandy attended two one-hour assessment sessions where she took part in an 
unstructured clinical interview, completed the Fear Questionnaire and constructed a 
graded hierarchy of her fears.
Background
Mandy was bom to Iraqi parents and lived with them and her sister. The family lived 
in many countries before settling in England when she was 15. Mandy reported her 
mother and sister were ‘not comfortable with animals’. Mandy’s mother ensured 
there were no animals around when Mandy was a child, because o f an allergy to 
animals, triggering severe asthmatic symptoms.
Symptomology and client’s perception of the problem
Neither Mandy, nor her parents remember a negative incident with a dog. Memories 
centred around keeping dogs away. Physiological symptoms included muscles 
‘seizing up’ and going ‘pale’. Thoughts related to the possibility of dogs being out of 
control, and fear of being bitten. Mandy’s fears were exacerbated by her imagery of 
dogs attacking her. Behaviours included avoiding places, such as parks and watching 
‘constantly’ for dogs. If she encountered a dog she left the situation. Mandy believed 
she was unable to deal with the situation alone, and even asked strangers to ‘protect’ 
her.
Mandy presented to the service because she felt the problem was ‘getting worse’. The 
situation causing most anxiety was commuting on trains.
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Observation
Mandy was well presented, with a friendly manner and maintained good eye contact 
throughout. Although initially anxious she was able to give a comprehensive account 
of her difficulties.
A hierarchy of fears was collaboratively constructed to plan the graded exposure and 
for use as a baseline measure for examining progress throughout treatment.
The Fear Questionnaire has one question examining Specific Phobia. Mandy obtained 
a score of 8, indicating that she would ‘always avoid’ her feared object. She rated her 
phobic symptoms as ‘markedly disturbing/disabling’.
Initial formulation
Mandy’s description o f her difficulties fell in the ‘animal’ type o f Specific Phobia 
(DSM-IV; American Psychiatric Association, 1994).
Following a cognitive behavioural framework, fear in phobia is a learned response. It 
was hypothesised that Mandy’s fear was learned as a result of modelling her mother’s, 
and possibly her sister’s, fear of animals. Mandy lacked of opportunities to learn 
alternative responses to her fear because her mother kept animals away. It may be her 
allergy to animals resulted in learned aversion.
Several factors appeared to contribute to increasing anxiety: more dogs in England 
compared to Saudi Arabia, which increased the incidence of feared situations; and 
commuting on the train, which increased exposure to dogs. Mandy had a number of 
beliefs about dogs, where they were, and her ability to cope with them. 
Hypervigilance and avoidance maintained the belief that ‘dogs are everywhere’. By 
recruiting others to ‘protect’ her she continued to believe she couldn’t cope alone. 
These behaviours provided her with no opportunity to develop alternative beliefs 
about dogs.
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Action plan
A cognitive behavioural approach was implemented to test Mandy’s beliefs about 
dogs and ability to cope. The decision was made on the basis of the formulation and 
of treatments (Roth and Fonagy, 1998)
Description of intervention
A contract o f five one-hour therapy sessions was agreed. Mandy was unable to attend 
one session, but in general she was prompt, motivated and prepared. The plan was to 
use therapy sessions to work towards and achieve in vivo exposure. Initial sessions 
consisted of psychoeducation and goal definition, relaxation techniques, identifying 
and modifying patterns of thinking, thinking about the role of anticipatory anxiety, 
including phrases and imagery, distraction techniques. These all prepared Mandy for 
two in-vivo exposure sessions, one indoors and the other outdoors. Throughout the 
sessions Mandy was encouraged to describe her thoughts and beliefs, so they could be 
tested, and to learn a new meaning for her feared object (Thorpe & Salkovskis, 1997).
Outcome and follow-up
Mandy completed measures from the assessment again in the last session. Her Fear 
Questionnaire score changed from the maximum score of 8 to 3. When rating 
symptoms, the phobia went from ‘markedly disturbing and disabling’ to ‘slightly 
disturbing/not really disabling’ at the last session. Situations in her graded hierarchy 
were rated with less anxiety. In sessions Mandy appeared more relaxed and during the 
second exposure she was able to stroke and walk a dog. Mandy reported an 
improvement, feeling more relaxed on trains and not watching for dogs.
Prognosis and relapse prevention
The final session focused on issues of relapse prevention and therapy termination. 
This involved thinking about helpful strategies, and how to build upon skills acquired 
in therapy. Mandy showed understanding of the anxiety model, noting ‘avoiding 
situations makes it worse’, and realised she should put herself in situations where 
dogs were.
-94-
AM H Case Report Summary
Unfortunately, the war in Iraq commenced during the final sessions. Mandy was 
understandably distressed and concerned for family members still in Iraq. Mandy 
voiced concerns that her progress could be hindered by this. For this reason Mandy 
was offered an ‘opt in’ review session with my supervisor. Despite this setback, it was 
felt prognosis was good because of her motivation to overcome her fear.
Reformulation
The initial formulation proved to be adequately effective in explaining Mandy’s 
difficulties, and for planning, and implementing an intervention. The hypothesis that 
Mandy had dysfunctional beliefs about dogs, and her ability to cope with them, were 
substantiated. During initial formulation, the role of Mandy’s interpretations of 
automatic arousal in her fear was not clarified. Mandy appeared to have a tendency to 
misinterpret certain bodily sensations as a sign of imminent disaster. Education about 
the physiological impact of fear may have increased understanding of her symptoms 
and reduced fear surrounding them.
Critical evaluation
Mandy and I obtained good rapport and were able to communicate openly and 
achieve therapy goals and designing graded exposure in collaboration. Mandy was 
motivated, able to reflect and had insight into strategies that could work for her. A 
measure such as Anxiety disorder Interview Schedule may have given more detail 
about anxiety and the Specific Phobia in particular may have been a useful alternative 
to the Fear questionnaire that only had a single question for Specific Phobia.
References
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An extended assessment and intervention plan for a 30-year old lady 
presenting with challenging behaviour.
September, 2003
-96-
PLD Case Report Summary
Referral of problem
Caroline, a 30-year old White British woman, was referred to psychology, because 
Caroline’s mother Meg was finding it increasingly difficult to manage her behaviour.
Presenting problem
Meg reported feeling unable to cope with Caroline’s behaviour at home, who was 
‘shouting’ and ‘screaming’ at her mother ‘on a daily basis’. Meg was also concerned 
that Caroline may hurt herself as a consequence of her ‘temper tantrums’. Meg 
reported this behaviour had been worsening over two years. The need to address it 
was increasing in urgency because Meg needed to go to hospital.
Initial assessment of the problem
Caroline’s file was consulted for details of previous work carried out. Caroline and 
Meg previously attended a session with my supervisor and an Assistant Psychologist. 
I carried out subsequent sessions. Meg also wrote a letter detailing her difficulties. I 
interviewed Caroline’s keyworker at the day services. Caroline was the youngest of 
three children and lived with her mother who was separated from Caroline’s father. 
They lived in a predominantly White British working class area. There was no known 
cause for Caroline’s learning disability. Meg’s perception was that Caroline 
communicated through ‘screaming’, although her siblings ‘understood’ her. Meg 
reported that Caroline had a male friend, Phillip, who had strong feelings towards her 
and was banned from seeing her because he became aggressive towards others talking 
to her. Caroline attended a local day centre.
Symptomology
Caroline was unable to communicate her perception of the problem. Therefore, 
opinions were gathered from her keyworker Sheila, and Meg. Meg queried whether 
Caroline’s ‘temper’ coincided with an early menopause and the inclusion of drama in 
her timetable, which cause Caroline some anxiety. Meg felt Caroline’s needs were 
changing, whereas as hers were not and this may be a source of difficulty. Sheila 
reported only one display of aggressive behaviour in seven years and perceived 
Caroline’s difficulties as arising from changes in needs as she progressed through the 
life-stages. Sheila thought the inclusion of drama was positive, although Caroline may
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have felt excluded because she was not allowed to participate in evening shows. Meg 
did not allow evening activities saying they clashed with bath time. Meg made 
reference to Caroline’s various repetitive and ritualistic behaviours, such as repetitive 
questioning and hoarding. Caroline presented no risk because her behaviours did not 
hurt herself or others.
Initial investigations .
A query was made about Asperger Syndrome so this was investigated by: 
administering WAIS-III to obtain a cognitive profile; a carer’s checklist; a false belief 
task; and observation.
Caroline’s scores fell in the range on the borderline of significant to severe intellectual 
impairment. Caroline’s profile of cognitive abilities did not match that found in 
people with Asperger Syndrome (Iwinicki & Manning, 2003). Caroline did not pass 
the first order false belief task. Caroline failed prompt questions and the memory 
question, so it may have been too difficult. Observation focused on Caroline’s ability 
to communicate with others. She was observed to communicate well and 
appropriately: showing evidence of turn taking, topic initiation and management. The 
ability to communicate well is not a feature one would expect to find in a person on 
the Autistic Spectrum. In addition, no repetitive behaviours or ritualistic mannerisms 
were observed.
Initial formulation
Initial referral requested an investigation of Asperger Syndrome. Results did not 
support this hypothesis. Interviews suggested alternative explanations for Caroline’s 
behaviour.
Action plan
A behavioural approach to understand causes and meanings of Caroline’s behaviour 
was undertaken. This approach seeks to offer plausible explanations as to why some 
people use inappropriate behaviours to express themselves (Wolverson, 2003). This 
was achieved through obtaining a detailed description of the behaviour including their 
frequency, intensity and duration. In addition a mood assessment was carried out.
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Extended assessment
Mood: There is evidence that challenging behaviours can be associated with mental 
health problems (Moss, Emerson, Kieman, et ah, 2000). An informant measure was 
used with Meg, which indicated a high likelihood that Caroline was experiencing 
depression. A referral to the psychiatrist was made.
Behaviours: A Checklist of Challenging Behaviour and Rating Scales was carried out. 
The measure identified one aggressive behaviour and various others such as slamming 
doors, shouting and swearing on a daily basis. These ranged from being a ‘moderate’ 
to ‘extreme’ problem for Meg. ABC charts were completed by Meg over a three-week 
period. The majority of difficulties occurred within half an hour of returning home 
and continued until bedtime, with a maximum of 15 minutes break. Caroline 
repeatedly asked questions, predominantly about the following day. This was a source 
of frustration for Meg. After going to church on Sunday Caroline swore and shouted 
in the street for 5 and a half hours.
Extended formulation
Caroline’s difficult behaviours started 2 years ago, perhaps coinciding with medical 
problems. It is possible Meg’s desire to protect Caroline from Phillip reduced her 
activities, inadvertently reducing quality of life, causing a reactive depression. Daily 
précipitants appeared related to anxieties about the following day. The situation may 
have been maintained by Meg’s perception that Caroline was misbehaving, leading to 
a withdrawal of rewards, thus leaving routine unchanged. There was no mutually 
satisfactory way of communicating between Meg and Caroline.
Recommendations for intervention
Recommendations aimed at breaking the cycles of communication identified. To 
break the cycle of questioning Meg was encouraged to not answer questions asked 
more than twice and provide alternative activities and conversations. In addition, 
increasing evening activity and exercise was recommended to address Caroline’s 
mood. Recommendations were also made to address Meg’s needs as a carer, her 
views of Caroline’s behaviour, and to support her in implementing any intervention.
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Critical evaluation
Rapport was good between Meg, Caroline and I, helping to foster open 
communication. Meg eventually admitted she refused Caroline’s invitations out of 
fear of re-igniting difficulties with Phillip. Meg was the only person carrying the 
observations and found it difficult. It would have been desirable to obtain another 
perspective to ensure a satisfactory level of reliability. It would have been desirable to 
administer a measure o f Caroline’s anxiety. Although these exist for people with 
learning disabilities (Lindsay, Neilson & Lawrenson, 1997), they were not appropriate 
for Caroline, given her communication ability.
Ethical issues
A client’s consent to take part in therapy should be obtained. Caroline was told that 
she was seeing a psychologist because her mother was finding her behaviour difficult, 
and she consented to the cognitive assessment, but not to functional analysis. Phillip 
seemed to be a factor in Meg’s fears. More information about Phillip and his 
behaviour may have been useful for understanding Caroline’s behaviour, but Phillip 
was not referred himself so his privacy was respected.
References
Iwinicki A. and Manning M. (2003) Asperger syndrome: the process of assessment 
and diagnosis and issues raised for clinicians working in an adult mental health 
service. Good Autism Practice, 4(1), 53-62
Lindsay, W., Neilson, C. & Lawrenson, H. (1997) Cognitive-behaviour therapy for 
people with learning disabilities. In B. S. Kroese, D. Dagnan and K. Loumidis (Eds.) 
Cognitive-Behaviour Therapy fo r  People with Learning Disabilities. London: 
Routledge.
Moss, S., Emerson, E., Kieman, C., Turner, S., Hatton, C. and Alborz, A. (2000) 
Psychiatric symptoms in adults with learning disability and challenging behaviour. 
British Journal o f  psychiatry, 177, 452-456
Wolverson, M. (2003) Challenging behaviour. In B. Gates (ed) Learning Disabilities: 
Toward Inclusion. London: Churchill Livingstone.
100-
Child and Adolescent Case Report Summary
A Narrative intervention with a 
young man aged 18 years with a gambling problem.
April, 2004
-101-
c  & A Case Report Summary
Referral of problem
Steve was a White British, 18-year old, with English as his first language, from a local 
working class area. He was referred to Psychology within a CAMHS by a psychiatrist 
for his ‘gambling problem’.
Presenting problem
Steve gambled on fruit machines and was spending all his money. He estimated that 
he had spent a ‘few thousand’ pounds.
Initial assessment
Steve and his mother attended a one and a half-hour assessment session, which took 
the form of an unstructured interview, with my supervisor. Steve’s CAMHS notes 
were also consulted to obtain more background information.
Steve lived with his mother, half-sister Kathy and his girlfriend Jane, who was staying 
with them temporarily. Both Steve and Kathy were children of brief relationships. 
Contact with his father was inconsistent. Steve described positive relationships with 
his sister and mother.
Steve received a diagnosis of Attention Deficit Hyperactive Disorder (ADHD) when 
he was 10 years old, which was managed with medication. In primary school Steve 
was often in trouble because of his aggressive behaviour. Once he began his 
treatment, his attendance and behaviour improved, although he felt he still got the 
blame for things. Currently he was doing well and in his last year of a Information and 
Computing Technology course.
Steve started playing on fruit machines when he was 13 years old. He reported using 
all his money on these machines. He reported playing everyday until his money ran 
out. Steve played alone because none of his friends played or gambled.
Steve appeared to use few coping strategies, saying it helped if he was distracted. He 
asked people to help him by telling him not to gamble. However, these strategies had 
not really worked because Steve reported going anyway when they were not around.
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There was no indication that Steve presented a risk to himself or others, or that he was 
engaged in other risky behaviour.
Initial investigation
Information gathered relied primarily on Steve’s reports. No questionnaires are 
designed specifically for fruit machine use, so idiosyncratic measures of gambling 
behaviour were developed in the first therapy session. Steve appeared comfortable 
enough in the sessions to discuss his difficulties and give a clear and comprehensive 
account of them. He was able to describe his feeling and thoughts. He spoke in a 
friendly manner and made good eye contact throughout.
Initial formulation
Steve’s problems with gambling did not reach the criteria for ‘pathological gambling’. 
However, there were difficulties in applying these criteria because Steve was still 
living at home. Intervention was considered appropriate because Steve was 
experiencing distress and felt the problem would escalate if not addressed before 
getting a job.
Theoretical approaches for understanding gambling and the evidence for the efficacy 
of interventions was considered. Efficacy is variable depending on predisposing 
factors and route to gambling. Those with neurological dysfunction are seen as most 
resistant to interventions, particularly those based on cognitive behavioural 
frameworks (Tavares et al., 2003).
Formulation
Predisposing: Steve’s diagnosis of ADHD together with his home and school 
difficulties could have made him vulnerable to developing a gambling problem. 
Steve’s early experiences led to him being labelled as a ‘tearaway’ and socially 
isolated, particularly at school.
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Precipitating factors: Gambling was increasingly problematic for Steve because he 
had no money. Gambling was beginning to be problematic for others because he was 
borrowing money.
Maintaining factors: Behavioural principles were evident as Steve was receiving 
intermittent rewards by winning cash prizes occasionally. Faulty cognitions could 
have been fostered by Steve’s perception that he was gaining more experience and 
able to ‘beat’ the machine. Although Steve was on medication it is possible his 
impulsivity made it hard to resist the urge to gamble. It may be gambling was offering 
stimulation and excitement he was not getting elsewhere.
Action plan
Six one-hour sessions every week to think about Steve’s relationship with gambling. 
An assessment o f anxiety and depression was planned, given that they are often 
present in people with a gambling problem who are ‘emotionally vulnerable’ 
(Blaszczynski and Nower, 2002).
Choice of Intervention
Steve had a complex picture of gambling where wider issues needed to be addressed. 
Narrative therapy lends itself well to thinking about contexts in which people’s 
problem behaviour occurs. This was considered appropriate given his difficult history 
and diagnosis of ADHD. Narrative therapy has only emerged recently, so its evidence 
base is limited. Narrative ideas have been used previously in the treatment of 
addictive behaviours (e.g. Raven, 1997).
The Hospital Anxiety and Depression Scale is a questionnaire designed to detect 
anxiety and depression. Steve’s scores indicated no signs of anxiety or depression.
Intervention
My role as therapist, according the narrative approach, was both to witness and co­
edit Steve’s stories. Various techniques are employed to facilitate this conversation. A 
curious, not-knowing stance was taken to assist Steve in describing the problem. 
Focus in initial sessions was on deconstructing the problem story by: naming the
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problem; externalising the problem; and externalising internalising discourses. Steve 
named the problem as gambling and questions were asked to encourage Steve to 
externalise gambling such as: “Who is more in control of spending ... Gambling or 
Steve?” I also listened for unique outcomes, or exceptions to the problem-saturated 
story. These were used to re-author Steve’s story. Such a unique outcome was Steve’s 
ability to ‘walk away’ from gambling. Skills needed to do this were identified and 
considered.
Therapeutic documents were used to encapsulate new knowledge, perspectives and 
preferred changes. Letters were used towards the end of our work together, once 
because he had not come to a session. The opportunity was taken to remind him of 
changes I observed and to encourage him to come to the last session. Unfortunately he 
did not attend.
Outcome
There were indications that Steve was no longer finding gambling exciting. Re­
examination of a ‘mood-cycle’ describing a ‘typical’ gambling experience constructed 
earlier revealed changes, revealing less excitement. Steve’s vocabulary changed 
indicating boredom with gambling. Initially gambling was 70% in control of Steve’s 
spending, this went down to 15%. Steve reported feeling hopeful and motivated to 
overcome gambling.
It was not possible to ascertain how ‘rich’ Steve’s developing alternative story was 
because he did not attend the last session. This could have been ascertained by asking 
questions to encourage Steve and reflect on whether he really needed gambling 
anymore given that he, and his life, had changed since gambling came into his life.
Reformulation
Initial formulation proved adequately effective in explaining Steven’s difficulties, and 
for planning and implementing an intervention to address them. As the stories became 
enriched it was possible to see how previous identities impacted on Steve’s present 
behaviours. For example, being seen as a ‘tearaway’ who ‘got the blame for
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everything’ made Steve feel very angry. Steve saw anger as one o f the driving forces 
behind his desire to gamble.
Critical evaluation
The emphasis on co-collaboration together with consideration of my position of 
privilege (Winslade, 2002) ensured that a moral stance on gambling was not 
advocated. It was not realistic to achieve goals o f abstinence or behaviour change in 
such a short time. The aim was to encourage Steve to develop a different view of 
himself and his relationship with gambling to empower him. This appeared to happen, 
and Steve appeared to embrace co-collaborative. The Gambler’s Belief Questionnaire 
could have been useful to gain more insight into gambling related beliefs. It would 
have been preferable to have had the final session.
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and all names are fictitious to maintain the anonymity of those involved.
October 2004
107-
Specialist Case Report Summary
Referral of problem
Philip was a 6-year old White British boy referred by social services requesting an 
assessment o f Autism and Attention Deficit Hyperactivity Disorder (ADHD).
Presenting problem
Philip’s paternal grandparents, his current carers, explained he was active all day 
although able to focus on some activities.
Initial assessment of the problem
Philip was seen in a multi-disciplinary assessment clinic with British Sign 
Language (BSL) interpreters. I observed and carried out preparatory work prior to 
assessment related to screening questionnaires: the Strengths and Difficulties 
Questionnaire (SDQ) and the Conners’ questionnaire.
Bom prematurely at 29 weeks, Philip had a profound deafness and additional 
health difficulties, including epilepsy and neurological difficulties impacting on 
motor development. He had lived in four different homes, including foster care, 
experienced neglect and abuse from his father, and was currently living with his 
grandparents. This was being evaluated by social services.
Philip attended a mainstream primary school with a hearing impaired unit. They 
expressed concerns about language delay and ability to concentrate. Philip’s 
grandparents were unaware of the school’s concerns.
Philip was creative in his attempts to communicate, using sign, gesture(s), 
fmgerspelling and facial expression. His grandmother was learning BSL, nobody 
else in his family signed. In school Philip had access to teachers who signed and a 
communicator who translated the teacher’s speech into BSL or Signed English.
It was not possible to obtain Philip’s view of his difficulties because of his limited 
language. However, it was clear he was inquisitive, and enjoyed people’s 
company. During observation his awkward gait, numerous tics, and facial 
expression raised queries about neurological complications.
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Philip was perceived as being at high risk of neglect by others and of language 
deprivation. In addition, his impulsive behaviour meant he was getting into 
dangerous situations. No action was taken because social services were already 
aware.
Screening measures were completed by his mother (while he was living with her) 
and teacher. They confirmed reports of Philip’s difficulties, although different 
profiles emerged. In the SDQ the teacher scores, highlighted general functioning 
concerns. In the Conners’ his mother’s scores were higher but did not reach 
diagnostic criteria for ADHD.
Initial investigation
All agreed that Philip’s behaviours were not characteristic of autism. The team 
were uncertain about ADHD diagnosis because his behaviour did not meet all the 
criteria.
Initial formulation
Philip’s activity levels were higher than expected. The team considered several 
explanations. 1) Philip’s early experiences, together with his deafness and lack of 
communication opportunities may have placed him at risk of developmental delay. 
2) Anecdotal evidence indicates deaf children of hearing parents are at risk of 
developing insecure attachments because of communication difficulties, which 
may be compounded by changing care. 3) Evidence of neurological damage and 
varied parenting experience from adults lacking understanding of deaf issues 
supported the idea of ADHD.
Initial action plan
Philip’s activity levels and impulsivity needed further investigation and Philip’s 
grandparents had requested support. The plan was shared between the CPN and I. 
The CPN supported the grandparents with a behaviour management package, and 
obtained more information from the paediatrician. I carried out cognitive
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assessments to examine the hypothesis of developmental and cognitive delay and 
observed Philip to obtain a picture of his abilities.
Extended assessment
The two measures of cognitive functioning were used the Snijders-Oomen 
Nonverbal Intelligence Scale (NOS) and the Goodenough-Harris Drawing Test 
(G-HDT). Both measures placed Philip on the 16^  ^ percentile. Philip’s 
concentration ability ranged from 20 minutes to a few minutes and his activity 
levels fluctuated in line with his concentration. At one point Philip ran out of the 
room. Although appearing impulsive, it became apparent he was anxious and 
looking for his grandmother. His grandmother explained that numerous home 
visits relating to placement evaluation was unsettling Philip to an extent that she 
noted him becoming ‘clingy’.
I observed Philip take part in a variety of activities at school and home. There was 
a contradictory mix of behaviours that were clearly causing Philip difficulties but 
did not fit an ADHD diagnosis. His attention and activity levels appeared linked. 
His concentration span was longer in unstructured activities. Philip ran out of the 
classroom, it appeared impulsive but could have been attempts to communicate, 
although this required further investigation.
Communication was directed mainly at deaf children or adults. Philip answered 
questions during group discussions at appropriate times. He initiated conversation 
with the communicator but was not reciprocated because timing was not 
appropriate. Consequently, he repeated his attempts which then disrupted the 
class. He was helpful, friendly and keen to communicate with me. However, 
conversation was limited and repetitive possibly because of his language delay. 
Philip was observed to have coordination difficulties when playing with a ball.
Correspondence with Philip’s paediatrician confirmed grandparent’s reports but 
the paediatrician was unaware his epilepsy was not under control.
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Extended formulation
As more information was gathered, the complex nature o f Philip’s difficulties was 
confirmed. The cognitive assessments indicated that Philip’s cognitive abilities 
were in the low average range. This did not support a hypothesis of cognitive 
delay.
Literature suggests that ‘problematic’ behaviour such as ADHD can be seen as 
functional attempts to solve the difficulties of living with inconsistent and 
unavailable adults. In addition, children bom into adverse environments 
experiencing less than adequate parenting are likely to develop insecure 
attachment patterns. These ideas were considered in the formulation.
Origin: Philip’s health and dismpted history of care made him vulnerable to 
attachment disorder. Neurological factors may also have a causal role.
Precipitating factors: As he entered formal schooling, more demands were made 
of him. Changes in his home circumstances were concomitant and anxiety was 
probably exacerbated given that there was no way of offering him explanations 
about these changes.
Maintaining factors: Philip’s care continued to be dismpted. Those caring for him 
lacked knowledge o f issues related to deafness, although this was improving. It 
appeared that communication attempts were not successful and Philip had few 
strategies to repair them. In addition, his language was not developing so he 
continued to resort to behaviours to communicate.
Recommendations for intervention
Continued support was offered to Philip’s grandparents with behaviour 
management strategies. Recommendations were made for further investigation by 
a paediatrician and psychiatrist regarding a specific neurological disorder, and by 
a Speech and Language Therapist to assess Philip’s language. Functional analysis 
of Philip’s ‘impulsive’ behaviour could explore whether they were attempts to
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communicate. A deaf mentor was recommended to provide reciprocal 
communication, support the family in learning about deaf issues, and promote a 
positive deaf identity.
Critical evaluation
Philip’s story was a complex and sad one. Multidisciplinary work meant members 
could support each other and specialities could share their expertise. Contact with 
Philip’s parents to obtain first-hand information and observe the quality of the 
attachment would have been useful. However, given the sensitive situation, this 
was not possible. Using measures developed with hearing populations without 
norms for deaf children is problematic because there are issues o f reliability and 
validity. Yet measures with deaf norms were not available.
His grandparents were the focus of assessment themselves, so may have felt 
obliged to comply with service requests. This may have influenced the 
information revealed. I was also aware of how my position contrasted their son’s, 
able to communicate, and aware of deaf issues because of my own history. Philip 
was vulnerable, deaf with limited linguistic ability and a history of neglect and 
changing care. It was difficult to obtain his opinion, consent, or fully explain the 
assessment. The professional agencies working with Philip had to work in his 
‘best interests’.
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Older People Case Report Summary
A cognitive behavioural intervention with a 60-year old man 
referred for depression after experiencing a stroke
April, 2005
For purposes of confidentiality, certain details have been changed in this report 
and all names are fictitious to maintain the anonymity of those involved.
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Referral of problem
A referral was made to psychology services during a multi-disciplinary team 
(MDT) meeting. James had already commenced anti-depressants, but the team 
decided psychology sessions would be beneficial while continuing with 
rehabilitation sessions.
Presenting problem
The team explained that mood was an important factor in James’ rehabilitation 
with low mood and apathy hindering progress. James was able to do his exercises, 
but only when motivated.
Initial assessment
The initial session was observed by my supervisor. The Hospital Anxiety and 
Depression Scale was administered as a screening measure. James gave 
permission for me to obtain further information from his GP. Furthermore, 
James’ hospital multi-disciplinary medical notes were referred to.
Background
James was a 60 year old, single man who had lived with both parents until they 
passed away. James reported having a very close relationship with his father, 
spending most of their time together. James’ relationship with his mother and 
sister were more difficult. James was diagnosed with ‘probable stroke’ resulting in 
a right-sided hemiplegia, double incontinence, and an expressive dysphasia 
together with dysarthria. After being hospitalised he was transferred to a 
rehabilitation ward.
Medical records indicated James had Type 2 diabetes that he did not monitor. 
James had a history of mental illness, previously hospitalised and diagnosed with 
severe depression. He was prescribed anti-depressants after his father’s death. 
Like his diabetes his depression was not monitored and was reported to be ‘bad’ at 
taking medication.
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James left school aged 14 years, to work on the farm with his father and retired in 
his fifties. Hospital queried whether he had a mild learning disability. James 
obtained a score of 6 out of 10 on an Abbreviated Mental Test, which falls in the 
‘abnormal’ range. No further cognitive assessments were administered because his 
depression would impact scores obtained. It was difficult to ascertain whether his 
low scores on the AMT were a result of low cognitive abilities and/or low mood.
Communication during assessment sessions was complex. James had dysphasia 
and dysarthria, which made talking difficult. Even in a short session, talking tired 
him. This tiredness was over and above that expected from his disability.
James was also a relatively young man but did not present as such. Both my 
supervisor and I were surprised to find he was only 60 years old. Issues pertinent 
to older people such as retirement, changes in physical health, independence and 
housing were relevant to James. It was therefore deemed appropriate to consider 
James’ difficulties in the context of an older people framework.
James was reported as disengaged and tearful, needing encouragement to 
participate and eat. He was withdrawn with flattened affect and sat with his head 
down, chin resting on his chest. During assessment he sat like this, saying he was 
tired and didn’t feel anything. He repeatedly said ‘I don’t know’. He expressed the 
view that things were bad for him before the stroke, and he was not looking 
forward to the future. He reported early morning waking, loss of appetite, and 
said things were ‘as bad as they could be’.
James withdrew from activity, saying ‘I don’t know’. This may have helped by 
reducing the demands from his environment, which may have been 
overwhelming.
James was currently at hospital and was continually monitored so although he 
stated ideas of hopelessness and expressed thoughts of suicide, his risk of harming 
himself or others was seen as minimal.
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Initial impressions concurred with the staff view that James was experiencing low 
mood. Further investigation was required to gather information concerning 
diagnosis of depression.
Initial investigation
The Hospital Anxiety and Depression Scale was administered because it could be 
verbally administered, thus reducing reliance on James’ literacy skills and because 
it is recommended for use in mood assessments after stroke (Wade, 1992). James’ 
concentration was limited to short periods, so a visual method of supporting 
communication and memory was developed. The HADS was, thus, not carried out 
in a standardised way, so interpreted with caution. James obtained scores that 
were above cut-off for depression scale (16) and below cut-off for anxiety (4).
Diagnosis
James’ symptoms met the DSM-IV criteria of depression. It is likely that it was a 
recurrent depression, given his previous experiences.
Literature Review
Depression is considered the most frequent neuropsychiatrie consequence of 
stroke. It does not appear to differ qualitatively from ‘typical’ depression 
consequently general theories, and treatments, for depression may be valid for this 
population. Evidence indicates the CBT is effective in treating and reducing 
relapse of depression.
Formulation
James’ family history of depression and previous experience of depression were 
risk factors for developing depression. James was socially isolated, particularly 
after his father’s death. James stopped working on the farm when he was 59 years 
old resulting in loss of outdoor work, role and home. James said that he did not 
like his new home. James’ stroke was the most recent of the precipitating factors, 
which made the situation ‘worse’ in James’ view.
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Social isolation was perceived to be the major maintaining factor in James’ 
depression. Before his stroke, his losses reduced social contact. After, his reduced 
physical ability, and difficulties speaking increased social withdrawal and 
exacerbated isolation.
Intervention
The structure of the sessions with James followed that of a regular CBT treatment 
progress with three predominant stages appropriate for Tate-life depression’ 
(Laidlaw et al., 2003). Additional modifications were required given the nature of 
James’ health difficulties and limited cognitive abilities. Intervention focused 
upon the cycle between activity and mood and Thinking errors’. His thoughts 
were explored and challenged, using his improvement in speech and entry to 
hospital as an anchor point for comparisons. The meaning of the phrase T don’t 
know’ was explored and conveyed to staff who used this information to inform 
their care.
During initial sessions, James was reluctant to talk about his future because he did 
not believe he would ‘get out o f  the hospital alive. As sessions progressed he 
initiated these conversations as uncertainties and concerns about his housing 
arose, causing increased anxiety. Relaxation and breathing strategies were taught 
and James was encouraged to talk about his concerns, which he did. James was 
eventually discharged to a residential home. James was also able to reflect 
influential factors on his mood such as confidence and anger as well as useful 
strategies learned.
Outcome
The HADS was re-administered using the same method. The depression scale 
score changed from 16 to 9, a ‘borderline’ score. The anxiety scale score increased 
slightly from 4 to 6, which was still in the sub-clinical range. These scores 
corroborated James’ reports. James appeared to internalise activity-mood model, 
commenting that a main feature in his experience of depression was feeling he 
‘couldn’t do anything’.
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James’ language changed as sessions progressed. Initially he focused on negative 
outcomes but began to express more pragmatic thoughts. James was able to 
identify positive consequences o f his stroke such as the improvement in his 
relationship with his sister and brother-in-law. The use of the phrase T don’t 
know’ being more frequent during initial sessions, reducing and increasing 
slightly again, this appeared related to uncertainty surrounding his housing.
Reformulation
The initial formulation was seen as sufficient in guiding and understanding the 
difficulties and subsequent intervention. However, as the sessions progressed it 
became evident that ‘confidence’ and ‘anger’ also had roles in precipitating and 
maintaining his depression.
Critical evaluation
Despite initial communication difficulties, good rapport was achieved. Sharing 
aspects of James’ formulation with team members also proved useful in enhancing 
his care. Hospitalised context of therapy provided limited opportunities for 
generalisation, which could potentially make James vulnerable to relapse. 
Awareness of power issues, issues of consent and competence were pertinent for 
James regarding his cognitive abilities and housing situation.
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Abstract
Nineteen adults with significant learning disabilities, took part in a repeated measures 
design study exploring the use of four different self-report response formats in a story 
task developed for the study. One response format was verbal, and the others had 
additional visual supports, such as bar graphs, number lines and two-part questioning. 
Language ability, measured by the Test of Reception of Grammar, and cognitive 
ability, measured by the Wechsler Abbreviated Scale of Intelligence were also 
assessed. In addition the participants were asked for their views concerning the 
response formats. The restricted range of scores owing to ceiling effects limited the 
quantitative analyses. There were significant differences between different response 
formats for specific types of questions. Questions respondents found difficult to 
answer, and possible reasons for this, were discussed. There were also significant 
correlations between story task performance and the cognitive and language tasks. 
Qualitative analyses revealed a preference of visual support over verbal administration 
of questions by 13 participants, although they differed in their preference of specific 
visual supports.
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1. Introduction
1.1. Rationale
The present research focuses on exploring ways of improving self-report measures for 
people with learning disabilities \  The broad rationale is to gain a more complete 
understanding of the difficulties experienced by clients with learning disabilities 
presenting to mental health services. If this can be achieved, subsequent intervention 
is likely to be appropriate in meeting the client’s needs. Failure to obtain complete 
and comprehensive information could lead to inappropriate, or incomplete, 
interventions, resulting in continued distress for the person and re-referral, or re­
offending if the client’s difficulties are forensic in nature.
The self-report measures of interest in this report are Visual Analogue Scales (VAS). 
These are Likert scales with visual cues, and allow self-report where the person can 
rate their own experience (e.g. by choosing a number between 1 and 10). Present 
consensus states VAS are the most appropriate type of self-report measure for use 
with people with a learning disability (Prosser & Bromley, 1998). However, methods 
of presenting and using VAS vary. These are discussed and investigated in the present 
study.
1.2 Background
1.2.1 Learning Disability
The diagnosis of a learning disability should be made before the age of 18 years and 
requires the presence o f two components: a) a reduced ability to understand new or 
complex information and learn new skills (‘impaired intelligence’); and b) a reduced 
ability to cope independently (‘impaired social functioning’) (Department of Health 
(DoH), 2001; p. 14). Impaired intelligence is established by administering 
psychometric tools such as the Wechsler Adult Intelligence Scale (WAIS-III; 
Wechsler, 1999). Impaired social functioning is measured with adaptive functioning
’ Three terms are generally used in the literature to describe people with cognitive and functional 
difficulties: ‘learning disability’; ‘intellectual disability’; and ‘mental retardation’. ‘Learning disability’ 
will be used in this report because this is the term most commonly used in Britain and ‘mental 
retardation’ can cause offence (cf. Finlay & Lyons, 2001)
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assessments such as the Hampshire Assessment for Living with Others (Shackleton 
Bailey, Pidcock & Hants SS., 1982).
Scores obtained on measures of intellectual and social functioning indicate severity of 
disability. The Diagnostic and Statistical Manual for Mental Disorders (DSM-IV) 
(American Psychiatric Association, 1994) and ICD-10 (World Health Organisation, 
1993), use four classifications: ‘mild’; ‘moderate’; ‘severe’; and ‘profound’ 
impairment although these criteria classifications do not match exactly. The British 
Psychological Society proposed a system referring more explicitly to statistical 
criteria. A score falling two standard deviations below the mean indicates 
‘significantly impaired’ functioning (i.e. an IQ of 55-69), whereas a score falling three 
standard deviations below the mean (i.e. below 55) indicates ‘severely impaired’ 
functioning (BPS, 2000)
The number of people with severe and profound learning disabilities in England is 
estimated at 210,000. The estimated prevalence rate of those with mild or moderate 
learning disabilities is 25 per 1000 population making 1.2 million people in England 
(DoH, 2001). The distribution of severe and profound learning disability is relatively 
uniform across the country and across socio-economic groups. Mild to moderate 
learning disability has a link to poverty, with higher rates in deprived and urban areas 
(DoH, 2001). It should not be forgotten that ‘people with learning disabilities’ 
represent a heterogeneous group with differences in social, economic and ethnic 
backgrounds and varying personal experiences
1.2.2 Learning Disability and Mental Illness
The dual diagnosis of learning disability and mental illness has received relatively 
little interest until recently. It was believed that cognitive limitations impeded the 
development of psychological processes leading to mental illness (Turkistani, 2003). 
This was despite its early recognition in literature and the observation of 
‘melancholia’ occurring in people with learning disabilities (Wilbur, 1877; cited in 
Cooper & Collacott, 1996). The increasing interest arose partly because of the 
changing circumstances of people with learning disabilities. The drive to move people 
from hospital to community settings arose from normalisation and social role
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valorisation philosophies (Gates and Wilberforce, 2003) and is formalised practice in 
government papers such as ‘Valuing People’ (DoH, 2001). Along with this move, 
there was a reappraisal of mental health needs (Reed, 1997).
Prevalence of mental illness appears to be greater among people with learning 
disabilities than the general population. Hatton, Elliott and Emerson (2005), in an 
overview cited the following findings: rates of schizophrenia in people with learning 
disabilities that were approximately three times greater than rates found in the general 
population (3% versus 1%; Doody, Johnstone, Sanderson et al., 1998), with even 
higher prevalence rates in South Asian adults with learning disabilities compared to 
White adults with learning disabilities (Chaplin, Thorp, Ismail et al., 1996). Hatton et 
al. (2005) reported varying prevalence rates for anxiety and depression amongst 
people with learning disabilities, although it is thought to be at least as prevalent as the 
general population (Stavrakaki, 1999), and higher among people with Downs 
Syndrome. Challenging Behaviours (aggression, destruction, self-injury and others) 
were shown by 10-15% of people with learning disabilities, with prevalence peaking 
between 20 and 49 years (Emerson, Kieman, Alborz, et al., 2001).
Despite the apparently greater prevalence of mental illness in this group o f people, it 
has been argued that they are the ‘most ignored population in terms of receiving 
mental health services’ (Reed, 1997; p. 53). However, Reed continues, this situation is 
changing, in conjunction with previously mentioned social circumstances.
1.2.3 Government Policies
The aforementioned ‘Valuing People’ White Paper (DoH, 2001) was directed at the 
lives of people with learning disabilities with regards to four ‘key’ principles: having 
legal and civil rights; supporting independence; having more choice; and inclusion. 
The paper acknowledged the increased health needs of people with learning 
disabilities and aimed to facilitate greater access to mainstream health services. 
Specifically, the following objective was identified:
“To enable people with learning disabilities to access a health service designed 
around their individual needs, with fast and convenient care delivered to a
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consistently high standard, and with additional support where necessary.” 
(P.13)
In addition, another government initiative also had an impact on the health care of 
people with learning disabilities, the Mental Health National Service Framework 
(NSF) (DoH, 1999). This paper sets national standards and covers health promotion, 
assessment and diagnosis, treatment, rehabilitation and care. Specifically standard two 
states that any service user, including those with learning disabilities, who contacts 
their primary health team with a mental health problem should have their mental 
health needs identified, assessed and offered effective treatment, including referral to 
specialist services for further assessment, treatment and care if they require it. This 
second standard of the NSF may present as a challenge because of the cognitive 
abilities and communication difficulties experienced by people with learning 
disabilities. By focusing on assessment, and specifically on the administration of self- 
report measures, it is hoped that this research will go some way towards helping 
practitioners meet the second standard of the NSF. After consideration of the role of 
assessment, methods of assessing people with learning disabilities and the difficulties 
that may arise are considered.
1.3. Assessment
Assessment is the process by which information helping to guide the design and 
implementation of interventions is collected. Any approach taken during this process 
should be reliable, valid and should answer questions pertinent to the aim of the 
assessment (Emerson, 1998; p. 118). These factors should not be taken for granted, 
particularly when working with people with learning disabilities.
1.3.1 Reliability
Reliability refers to the degree to which a measure can produce consistent results from 
one occasion to another. There are at least two forms of reliability. The first is when 
a measure is taken from a participant on two occasions (test-retest reliability). A 
measure with good reliability will produce a similar result. A second form of 
reliability deals with measures involving a certain amount o f judgement on the part of 
the people collecting the information. Here questions about reliability ask whether the
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measure’s classification can be applied consistently by one person (intra-rater 
reliability), or by more than one person (inter-rater reliability) (Clark-Carter, 1997). A 
level of 0.7 or above is seen as an acceptable level for use in research (Clark-Carter,
1997). However, some authors note the limitations of reliability for measures 
assessing mental health. For example, one would not expect high test-retest reliability 
scores in a depression measure completed by a person twice: once when depressed 
and again after receiving and benefiting from treatment (Moss, Prosser, Costello et al.,
1998).
1.3.2. Validity
Questions concerning a test’s validity ask whether the test actually assesses the 
construct it was set out to measure. There are a number of inter-related forms of 
validity and these are face validity, construct validity, content validity, and criterion 
related validity (Clark-Carter, 1997). Face validity refers to how the measure appears, 
or the perception that respondents have of the measure. Its misperception may alter 
the respondent’s behaviour in such a way as to make the measure invalid. Similarly, if 
the person administrating the test misperceives the test, or fails to understand what it 
is measuring, then the way the test is administered may also have an impact on the 
respondent’s responses and results.
A measure with high construct validity is seen to assess theoretical constructs well. 
This requires the clear and explicit definition of the concepts and constructs being 
measured, such as intelligence or extraversion. Construct validity can be broken down 
into two sub-categories, convergent and discriminant validity. Convergent validity is 
the agreement of results where measures should be theoretically related. Discriminant 
validity is the lack of a relation among measures that, theoretically, should not be 
related (Clark-Carter, 1997).
Content validity refers to the degree to which a measure covers the full range of the 
behaviour o f the ability being measured. For example, an assessment of mathematics 
ability should cover the whole range of mathematical activities to have high content 
validity. An example of a mathematics assessment with low content validity is one 
containing only items asking addition questions. Criterion related validity, also
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referred to as instrumental validity, is used to demonstrate the accuracy of a measure 
by comparing it with another measure or procedure already demonstrated to be valid. 
Comparisons of the two should produce similar patterns, resulting in statistically 
significant positive correlations (Clark-Carter, 1997). In the case of mental health, 
independent psychiatric diagnosis is the main criterion used to judge the performance 
of instruments (Finlay, 2005).
1.4. Informant based measures
Previously, it was assumed that the impoverished cognitive and linguistic capacities of 
people with mild to moderate learning disabilities provided insurmountable 
difficulties when using self-report to investigate emotional experiences and therefore 
these measures were both unreliable and lacked validity. Therefore, clinicians and 
researchers often asked carers and relatives to provide reports. A comprehensive 
review of this literature is beyond the scope of this report, however, some pertinent 
issues are discussed.
Evidence indicates that information gathered from third parties, such as carers and 
relatives, does not always coincide with self-report measures. This places doubt upon 
their reliability and validity. Bramston and Fogarty (2000) compared different forms 
of assessment of depression, anger and stress among 147 people with mild to 
moderate learning disabilities. The methodologies compared were: ratings by a 
significant other; clinical interview; and self-report measures. The self-report 
measures used were: the State-Trait Anger Expression Inventory, Research Edition 
(STAXI: Spielberger, 1988); the Children’s Depression Inventory (GDI: Kovacs, 
1985); and the Lifestress Inventory (LI: Bramston, Fogarty & Cummins, 1999). The 
three self-report measures were administered in interview format. Pictorial 
representations of the response categories used in each scale were also available. 
These were pictures of empty, two partially filled, and full buckets of water.
The STAXI assesses anger in people with learning disabilities and was adapted by 
Baker and Bramston (1997). It has a 4-point Likert scale with 1 indicating no anger 
and 4 a lot of anger. Cronbach’s reliability estimate for the measure in the study was 
0.89. The GDI is a 27-item scale based on the BDI offering three statements of
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depressive symptoms, from which the respondent chooses the one best matching how 
they feel. Cronbach’s reliability estimate for the measure in the study was 0.79. The 
LI was developed for people with learning disabilities and includes life events 
identified in previous research as causing stress for this group. The interviewer asked 
whether the participant experienced an event in the past few weeks and the amount of 
stress it caused. The four response categories were ‘no stress’ through to ‘a lot of 
stress’. Cronbach’s reliability estimate for the measure in the study was 0.86.
For the clinical interview, a qualified psychologist interviewed participants 
individually questioning them on levels of perceived depression, anger, and stress. 
Subsequently each participant was rated on a scale from 1 to 5, with 1 indicating no 
sign of the emotion and 5 indicating an extremely high level of the particular emotion. 
The sheltered workshop supervisor, who knew the participants well, after being given 
a brief description of anger, depression, and stress, was asked to rate participants over 
the past few weeks using the same scale.
Bramston and Fogarty’s results showed little agreement among the three methods, 
although limited convergence was found between self-report and clinical interview. 
Self-report discriminated between the three affective states most effectively. Ratings 
by work supervisors discriminated less clearly between anger, stress and depression.
Nadarajah, Roy, Harris and Corbett (1995) also compared information collected from 
difference sources and found similar results. The authors administered the Life Events 
and Difficulties Schedule (LEDS, version II; Bifulco, Brown, Edwards, et al., 1989), a 
direct, semi-structured interview, to adults with mild to moderate learning disabilities. 
Events were rated on a four-point scale of severity of threat or unpleasantness. This 
interview was compared to those carried out with carers. Clients and informants 
sometimes recalled different events, and had differing perceptions of events. Although 
this could be seen as an undesirable outcome, some positive consequences occurred. 
Some events were mentioned only by informants, but prompting during re-interviews 
of participants revealed the major emotional impact these events had, despite not 
being mentioned spontaneously.
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Nadarajah et al. (1995) also questioned the reliability of using the informant as a 
source of information since the learning disabled interviewee selected different 
confidants for varying reasons. Indeed sometimes a confidant could be an object 
representing a person, rather than a live person. This challenged the assumption of one 
person being able to give a complete account on the interviewee’s life.
Other researchers stress the importance of using information from both informants and 
learning disabled individuals. One example of a measure reliant on both sources is the 
Psychiatric Assessment Schedule for Adults with a Developmental Disorder (PAS- 
ADD). Designed to identify mental health problems in people with learning 
disabilities, the PAS-ADD is based on the ICD-10 diagnostic criteria (WHO, 1992) 
and was originally a clinical interview. Research by Moss et al. (1996, a and b) has 
shown that interviewing both people with learning disabilities and key informants is 
essential for sensitive detection of psychiatric problems in people with intellectual 
disabilities. In a population of people with mild and moderate intellectual disabilities 
known to psychiatric services, where the client and the informant were interviewed 
separately, the psychiatric problems of 35.2% participants would not have been 
detected if the person with intellectual disability had not been interviewed.
Research indicates, therefore, that informant and client perspectives do not always 
coincide. However, informant reports can add a different perspective, informing the 
assessment process. Researchers caution against using informants’ reports to validate 
client information (Prosser & Bromley, 1998), particularly as some residential settings 
have a high turnover of staff. Emerson (1998) concluded that ‘it is probably safe to 
assume that information provided by care staff may be o f questionable reliability and 
validity’. Although acknowledging the use of third party reports in describing 
observable behaviour, they do not equate to awareness of the learning disabled 
person’s underlying needs and emotional feelings. Moreover these reports are unlikely 
to be reliable sources of attitudes and subjective constructs such as client satisfaction, 
experience of pain, psychological well-being, family and social relationships, and 
physical and mental health. While information from a key informant is often essential, 
relying solely on third-party accounts runs the risk of ignoring a vital source of 
information (Prosser and Bromley, 1998). However, this analysis also assumes the
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source of error lies solely in the informants’ reports. There is reason to believe that 
error can also result from the administration of self-report measures.
1.5. Self-report measures
Many self-report measures designed for the general population are self-completed, 
written assessments (e.g. Beck Depression Inventory (BDI), Beck & Steer, 1993). 
This mode of completion is not appropriate for many people with learning disabilities 
because of lower language and literacy abilities. However, it has been increasingly 
desirable to elicit subjective information from people with learning disabilities to 
inform the assessment procedure. One way of administering self-report measures with 
this group has been to administer them as structured interviews.
Self-report measures have been use to assess a range of experiences: mood states such 
as anger (e.g. Novaco Anger Scale, Novaco, 1994; 2003), depression (e.g. BDI; Zung 
Depression Inventory; Zung, 1965), and anxiety (e.g. Zung Anxiety Scale; Zung, 
1971); physical health (e.g. McGill Pain Questionnaire; Melzack, 1975; Bromley, 
Emerson & Caine, 1998); quality of life (e.g. Lifestyle Satisfaction Scale; Heal & 
Chadsey-Rusch, 1986); personality (e.g. Minnesota Multiphasic Personality 
Inventory; Overall, Butcher & Hunter, 1975), and subjective processes and cognitions 
(e.g. Social Comparison Scale; Allen & Gilbert, 1995; Dagnan & Sandhu, 1999).
1.5.1. Psychometric properties
Some of these measures were designed originally for the general population and 
modified for the learning disabled population (e.g. BDI). Others have been developed 
specifically for people with learning disabilities (e.g. Lifestyle Satisfaction Scale). The 
use of measures developed for other populations and adapted for people with learning 
disabilities raises issues about validity and reliability. Research indicates this is an 
area of investigation ‘fraught with psychometric and methodological difficulties’ 
(Sturmey, Reed & Corbett, 1991). Finlay and Lyons (2001) outline some reasons why 
modified measures may not be valid with learning disabled participants. The concepts 
covered by the measures may be too difficult for the participants. Question phrasing 
may be too long and complex to be sure o f  comprehension by the participant. 
Response formats may require too many demands on memory, for example in
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multiple choice formats or where comparisons are required. Sturmey et al. (1991) add 
that symptoms of a mental illness such as depression may differ in the learning 
disabled in comparison to the general population rendering the modified measure 
invalid. Sturmey et al. (1991) raise the need to validate revised versions of 
questionnaires and checklists in order to ensure the language-modified example is 
indeed a parallel form of the original measure.
Cognitive disability and limited communication skills mean that obtaining views or 
information from people with learning disabilities does pose particular difficulties 
(Prosser and Bromley, 1998). Potential areas of difficulty highlighted include a 
limited memory ability and language competence (Dockrell, 2004). Interviews require 
that the interviewee recalls events and information. Research indicates that the ability 
to recall information can be impacted by various factors. These include what is to be 
recalled (e.g. is it an event the person took part in or witnessed?), the ways questions 
are asked (e.g. the use of free recall as opposed to closed questions), and the gap 
between the event and its recall (Dockrell, 2004).
1.6. Difficulties in administering self-report measures
1.6.1. Language
Language used in interviews is potentially an influential factor. Evidence suggests 
people with learning disabilities experience substantial distortion and delay in their 
language acquisition compared to typical development (Remington, 1998). Finlay and 
Lyons (2001) summarised the difficulties experienced by people with learning 
disabilities as including: difficulties in the production of symbols; a lack of 
understanding of complex grammatical structures or concepts; and difficulties 
designing utterances for the specific, current interactional context.
Dockrell (2004) identified the following linguistic dimensions as influential in an 
interview context: the vocabulary used, the grammatical structure of the language and 
the pragmatic demands of the interview situation. With regards to vocabulary, people 
with learning disabilities may have different representations of words and use them in 
different ways. For example, people with learning disabilities were observed to 
include different people in the category ‘friend’ compared with those typically
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considered by researchers (Barlow & Kirby, 1991). Negatively worded questions have 
also been reported as difficult for people with learning disabilities (Wehmeyer, 1994). 
More complex grammatical structures have been found to be more difficult to answer 
generally, and this is also the case for people with learning disabilities. This includes 
phrases with passive phrasing and where the object and subjects can be confused (e.g. 
‘the dog was chasing the caf is confused more than ‘the man was watering the plant’) 
(Finlay & Lyons, 2001).
1.6.2. Pragmatics
Research examining natural language understanding and ability to interpret meanings, 
known as ‘pragmatics’, in people with learning disabilities has fairly consistent 
findings across different methodologies (Hatton, 1998). People with learning 
disabilities can and do acquire basic pragmatic language skills. For example, adults 
with disabilities can appropriately respond to requests for clarification from others by 
repeating the utterance causing trouble or by rephrasing the utterance (Abbeduto & 
Rosenberg, 1980). However, it was noted that more subtle aspects of conversational 
competence are less commonly displayed. For example, children with learning 
disabilities do not continue to revise their utterances when difficulties in conversations 
continue (Scudder & Tremain, 1992, cited in Hatton, 1998).
Different service settings appear to have differing impacts on the pragmatic skills 
demonstrated by their learning disabled clients. It is generally viewed that community- 
based residential services offer higher levels of interaction than institutional services 
(Hatton, 1998). Studies using different methodologies demonstrate that people based 
in community services have greater pragmatic language skills than those in 
institutions, even when matched for cognitive skills or formal language skills (van der 
Gaag, 1989; Brinton & Fujiki, 1994). However, these studies do not indicate causality 
or direction of causality.
An interview situation is quite unique in the sense that it is a conversation with a 
purpose. It is a verbal interaction where one of the participants (interviewer) has the 
goal of obtaining specific information from the other (interviewee) (Dockrell, 2004). 
One should not assume that the learning disabled interviewee understands the purpose
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of an interview, or their role in giving the requested information. The research above 
examining pragmatic ability indicates this may not be a straightforward process, 
although it could be possible to achieve. However, this has not been examined for this 
specific context.
1.6.3. Administration procedures
Communication difficulties can arise even during the administration of semi­
structured interviews, which are designed to follow a script. Antaki (1999), using 
qualitative research methods, examined scripts of interviews assessing quality of life 
in people with learning disabilities. The interview used was the Quality of Life 
Questionnaire (Schalock and Keith, 1993), and is a routinely used, psychometrically 
validated measure administered for persons with learning disability who have 
adequate receptive and expressive language. It has 40 items with exact wording that 
should be followed. Paraphrasing and repetition is allowed to ensure ‘respondent’s 
understanding’ (p. 439), although Antaki noted a lack of instructions about how to 
paraphrase and repeat items.
Deviation from the script can have an impact on the measure’s validity, and on the 
respondents’ final score (and its interpretation). Interviewers were observed making 
alterations in what Antaki termed ‘sensitive paraphrasing’. At least one in eight 
question and answer exchanges reproduced the interview script with a high fidelity. 
On other occasions, questions were edited to address the interviewees’ limited 
cognitive competence, for example, words such as ‘recreational activities’ were 
omitted and replaced with specific examples, such as dancing. Moreover, the 
interviewers also redesigned questions, lowering criteria for a high score. Although 
seeming ‘generous’, Antaki argued this constructs respondents as impaired and also 
meant they obtained high ‘quality of life’ scores on based on questions that varied 
from the original. The modified question will not necessarily assess the same 
construct it was originally designed to measure.
1.6.4. A cquiescence
Another difficulty in using self-report scales is that of acquiescence. This is the 
tendency to answer in the affirmative, and is a well-documented feature of self­
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reporting among people with learning disabilities. There are many theories as to why 
people with learning disabilities appear to acquiesce, discussion of which lies beyond 
the scope of this report. However, Finlay and Lyons (2002) reviewed the literature and 
their suggestions are presented here. Finlay and Lyons (2002) argue acquiescence is 
caused by many factors including a desire to please, increased submissiveness, or as a 
response to questions that are too complex, either grammatically or in the type of 
judgements they ask the respondents to make.
1.6.5. Cognitive and memory abilities
Another criticism is that self-report measures have been designed and administered to 
people with learning disabilities without adequate assessment of the client’s ability to 
understand the items. The presentation of orally presented multiple-choice formats 
would present difficulties for the general population and would be even more 
challenging for those with cognitive difficulties (Finlay & Lyons, 2001).
1.7. Methods of addressing difficulties
Obtaining valid reports from people with and without learning disabilities can be 
optimised by adopting particular interviewing techniques. Prosser and Bromley (1998) 
describe these and state how interviewer’s behaviour, the content and form of the 
interview, the type of questions asked, and wording used can all determine the client’s 
ability to respond validly. Researchers and clinicians have sought to address the 
difficulties raised in the previous sections in various ways.
1.7.1. Addressing language difficulties
Many authors describe the modification of the language used in the measures, 
recommending that ‘difficult’ words be described to the participants. Powell (2003) 
described this process when the BDI (Beck & Steer, 1993) and the Zung Depression 
Inventory (Zung, 1965) were administered to participants with mild to severe learning 
disabilities. It is notable that few details of words requiring clarification and how to do 
this were included, a problem that is often found in reports using modified measures.
However, it appears that modifying language does not remedy all the difficulties in a 
measure. Levine (1985) administered the modified Anxiety-state measure
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(Zuckerman, 1976) to ‘mildly mentally retarded’ participants. Wording was changed 
for some of the items, although not all were detailed. The syntax of some of the items 
was changed to questions (e.g. ‘Are you tense right now?’), and the original four 
levels of response were altered to a 3-point scale. Levine (1985) reported a 
generalisability coefficient of 0.57 to indicate reliability. This is below the 
recommended level of 0.7.
Although not sufficient, modification of, and attention to language used in measures is 
undoubtedly necessary, particularly when one considers the phrasing of questions. 
Finlay and Lyons (2001) suggest possible actions to reduce the risk of difficulties 
arising. These included designing questions that avoid negative phrasing, passive 
phrases, and sentences where the subject and the object can be confused.
1.7.2. Addressing acquiescence
Researchers have used a variety of methods to detect acquiescence. One method has 
asked nonsense questions. Sigelman, Budd, Spanhel et al. (1981) explored the use of 
questions such as ‘does it usually snow in Summer here?’ This approach has been 
criticised because one cannot assume the answers to nonsense questions are 
comparable to more sensible questions (Rapley & Antaki, 1996). However, 
modifications of this approach are still used. Powell (2003) asked his participants to 
answer six questions that would generate agreement (e.g. ‘I like to have fun’) and 
disagreement (‘I like to eat rotten food’). Only respondents answering as expected 
were included in the study.
Another approach asked opposite pairs of questions, e.g. ‘are you happy?’ and ‘are 
you sad?’ in the same measure. A person answering the affirmative for both is seen to 
be acquiescing. Heal and Chadsey-Rusch (1985) used such an approach in the 
Lifestyle Satisfaction Scale. However, Finlay and Lyons (2002) argue that this method 
of identifying acquiescence may not be valid, because replying in the affirmative to 
both questions could be appropriate. For example, one pairing asked whether the 
respondent would like to stay where they were living, and whether they would like to 
move. One could like where one is living but still like the idea of moving.
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Finlay and Lyons (2002) argue that acquiescence can occur when questions are too 
complex for the learning disabled respondent. They suggest the inclusion of a ‘don’t 
know’ response option to reduce the likelihood of acquiescence. Sigelman et al. 
(1981) found acquiescence was less likely to occur when questions were immediate 
and concrete and more likely to happen when a question was not understood or when 
a correct answer was inaccessible. This suggests the cognitive demands of the 
interview situation should also be assessed.
1.7.3. Addressing cognitive and memory difficulties
The task of completing a self-report measure requires cognitive ability and memory 
skill. These can be addressed by ensuring that questions’ content is appropriate for this 
population group. For example, questions asking about specific, or concrete activities 
are better than harder abstract concepts (Finlay & Lyons, 2001). Another way of 
addressing the above difficulties has been to modify the response formats. Presenting 
response options in a visual way, for example is seen to reduce the memory burden of 
keeping orally presented multiple-choice options in mind. These are discussed further 
in the following section.
1.8. Different response formats
1.8.1. Numbered or line Visual Analogue Scales
Raitasuo, Taiminen & Salokangas (1999) administered a measure of mental health to 
in-patients at discharge and at a 6-month follow-up. The patient and his or her carers 
were asked to estimate the patient’s psychiatric state with a numbered line ranging 
from -3  to +3 , where 0 was the patient’s state at the time of admission. A negative 
number indicated deterioration and a positive number indicated improvement. O f 40 
patients, 35 were able to assess their psychiatric condition on the VAS. No 
information was provided as to why the other five were unable to complete the 
measure, whether it was because of cognitive ability or unavailability. There was 
agreement between the carers and the patients on their psychiatric condition, and with 
the Brief Psychiatric Rating Scale (BPRS; Overall & Gorham, 1962). No further 
reports of psychometric properties were provided. However the mean score at 
discharge appears to be very close to the maximum of +3. This raises a query as to 
whether the range of scores was being used.
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Bromley et al. (1998) measured the intensity of pain using a red-white colour scale. 
One (red) end indicated Tots and lots’ of pain and the other (white) end indicated ‘no 
pain’. The learning disabled and non learning disabled participants were required to 
rate photographs showing differing amounts of pain. Stability of ratings was high in 
test-retest (0.86) indicting good reliability, and people with learning disabilities were 
able to discriminate between 5 out of 6 photographs. The people with learning 
disabilities rated the levels of pain as more intense than the other participants. The 
scores for the 14 situations ranged from 4.7 to 9.0 for people with learning disabilities, 
and 2.3 to 8.6 for the comparison group. Whether this is because people with learning 
disabilities feel pain more intensely than those without learning disability, or whether 
there is a tendency to respond more to the extreme ends of VAS was not clear and 
needs to be investigated further.
The role of subjective processes in mental illness in people with learning disabilities is 
being increasingly researched. For example, Dagnan and Sandhu (1999) examined the 
role of social comparison and self-esteem in the development of depression. They 
gave a variety of measures to their mild to moderately learning disabled participants 
with differing response formats. The first was an adaptation of the Zung Depression 
Questionnaire. Also administered was Rosenberg’s Self-Esteem Scale (Rosenberg, 
Schooler & Schoenbach, 1989), adapted for the study by the researchers. Here a 
range of five options from ‘never true’ to ‘always true’ were provided for each 
question. To provide visual support, blocks of increasing size were placed next to the 
response options. The Social Comparison Scale (Gilbert & Allen, 1994; Allen & 
Gilbert, 1995) was also administered. Here the participants had to complete sentences 
such as: “When I am with other people I generally feel...” followed by a series of 
bipolar constructs such as, inferior/superior or left out/included. The researchers also 
modified this measure by simplifying the wording but retaining the meaning. The 
participant’s task was to respond how they felt along these constructs in different 
situations using a visual analogue scale. The scale was 12.5 cm long and divided into 
5 segments for scoring with each extreme of the bipolar construct as the end points.
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Psychometric analysis revealed internal reliability coefficients below 0.7 for both self­
esteem and social comparison scales although the test-retest correlations were good 
(0.68 for the self-esteem measure; 0.75 for the Zung; and 0.84 for the social 
comparison scale). Some construct validity was obtained because the measures were 
associated with the depression measure in expected directions, based on the literature 
with general population samples: a significant positive correlation was found between 
positive self-esteem and social comparison; and depression was significantly 
negatively correlated with social comparison and positive self-esteem. Regression 
analysis showed depression significantly and independently predicted by social 
comparison on the social attractiveness dimension. However, the robustness of the 
findings is diminished by the low internal consistency of the measures.
VAS formats are limited because they are generally useful for continuous concepts 
only. This requires the respondent to conceptualise the construct being measured as 
continuous and understand how the amount of the construct varies along the scale 
from most to the least. Prosser and Bromley (1998) observed that learning disabled 
clients tended to use the ‘top ha lf of the scale, suggesting potential difficulties in 
understanding these concepts.
1.8.2. Bar graphs
The use of bar graphs to represent Likert alternatives appears to be the most frequent 
VAS in the literature (e.g. Dagnan & Sandhu, 1999; Powell, 2003). Their purpose is to 
represent the response options in a visual manner to aid communication and act as a 
memory aid. The bars are graded from the largest, indicating the greatest amount of 
the concept being assessed, to no bar indicating none of the concept. Some researchers 
have graded possible responses in a similar way using different visual representations, 
such as buckets of water from full to empty indicating the amount of emotion felt by 
respondents (Bramston & Fogarty, 2000). Bars have been used in measures assessing 
mood in people with learning disabilities, particularly anxiety and depression. Powell 
(2003) used the BDI and found clinical validity with people with mild to severe 
learning disabilities (IQ from 22 to 75). The measure had good internal consistency 
(0.86) and a factor structure similar to that found in previous research (Tanaka & 
Huba, 1986; Beck & Steer, 1993).
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The Zung Depression Inventory (Zung, 1965) is a 20 item measure 'which has also 
been modified for a learning disabled population. Although originally a 4-point 
response scale, it was modified to a ‘yes/no’ response format (Dagnan & Sandhu, 
1999). It has also been presented with a bar graph representing the Likert alternatives 
(Powell, 2003). No psychometric properties of the scale were reported by Dagnan & 
Sandhu (1999), although they reported ‘good’ test-retest reliability. This measure was 
also correlated with items measuring self-esteem indicating a degree of validity. In 
Powell’s research, the internal consistency measures were low (0.58) and the factors 
did not have reliably interpretable loadings. However, it was correlated with BDI, 
suggesting some content validity in the measure.
Nezu, Nezu, Rothenberg et al. (1995) explored the presence of cognitions associated 
with depression in the general population, including negative thoughts and feelings of 
hopelessness, in an attempt to understand the experience of depression in people with 
learning disabilities. Participants were administered a range of self-report measures: a 
revised BDI; the self-report depression scale of the Psychopathology Inventory for 
Mentally Retarded Adults (PIMRA-D; Matson, Kazdin & Senatore, 1984); Automatic 
Thoughts Questionnaire (ATQ; Hollon & Kendall; 1980); Hopelessness Scale for 
Children (HSC; Kazdin, Rodgers & Colbus, 1986); Frequency of Self-Reinforcement 
Questionnaire (FSRQ; Heiby, 1983) and the Social Support Network Inventory 
(SSNI; Flaherty, Gaviria & Pathak, 1983). The measures had a range of responses 
from 3- to 5-point scales all represented with bars. There were no reports of reliability, 
although construct validity was indicated because ATQ, HSC, FSRQ, and negative 
social support scale from the SSNI were correlated with the BDI. The results suggest 
thought processes in depression in people with learning disabilities are similar to that 
found in the general population. It would have been interesting to note how the 
participants’ responses varied with number of response options because the range of 
choice has also been debated. Increasing choice may increase confusion, but reducing 
the range may restrict choice (Prosser & Bromley, 1998).
Lindsay, Howells and Pitcaithly (1993) used bar graphs in a cognitive intervention to 
aid clients with mild learning disabilities record daily amounts of worry. This was
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combined with faces representing the moods of ‘ok’ and ‘worried’. The authors 
anecdotally reported difficulties with earlier attempts at monitoring mood with clients 
with learning disabilities. However with the provision of an analogue scale 
represented by bars, combined with teaching about the meaning of these 
representations, the authors reported an ability to use the scale ‘consistently and in a 
way which appears to relate to others’ description of their mood’ (p. 138).
The use of bars to represent Likert scales requires the conceptual transfer of events or 
emotions to bars of varying sizes. In addition it is assumed that the respondent has the 
concept of sequential and serial order. Some clinicians have included a screening task, 
arguing it indicates capacity to respond to these types of measures (Cuthill, Espie & 
Cooper, 2003). Here the participants were required to order three blocks in ascending 
order o f size. However, Prosser and Bromley (1998) caution against the assumption 
that ability to place blocks sequentially, which is a concrete task, is indicative of 
ability to use a scale for abstract purposes.
1.8.3. Faces
The aim of using faces in response formats is to support communication and memory. 
The rationale is that they are a clear representation of emotions. They have been used 
in measures such as the Lifestyle Satisfaction Scale (LSS: Heal & Chadsey-Rusch, 
1986), and an adaptation of the ‘Short Form-36’ (SF36; Ware, Snow, Kosinski & 
Gandek, 1993).
Schwartz and Rabinovitz (2003) administered the LSS to participants with mild to 
moderate learning disability. The LSS asks about quality of life issues such as 
satisfaction with current residence, community services and work. To aid response the 
participants were provided with a card with 5 faces ranging from ‘happy’ to ‘sad’. The 
internal reliability of the measure was 0.85.
The SF36 is a well-established physical health measure adapted by Ruddick and 
Oliver (2005) and used with people with moderate learning disabilities. Various 
response formats were used: faces in a pictorial pain faces scale; forced-choice; and a 
3-point scale consisting of ‘good’, ‘ok’ and ‘bad’ administered by presenting 3
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pairings. For example for the question: ‘what is your health like? Is your health: good 
or ok, ok or bad, bad or good?’ Psychometric analysis showed internal consistency 
below recommended levels (0.7; Clark-Carter, 1997), and test- test-retest reliability 
was variable (0.22 to 0.66), with the pain scale obtaining the highest reliability score.
The main limitations of using faces to represent Likert scales are that they are 
restricted to questions asking about emotional constructs. In addition, one cannot 
assume that faces are a clear representation because there may be difficulties in 
understanding what even simple pictures refer to (Finlay & Lyons, 2001).
1.8.4. Graded questioning
The purpose of presenting graded questioning is to lessen the memory load of 
multiple-choice questions. It has been used in measures designed specifically for 
people with learning disabilities, such as the Lifestyle Satisfaction Scale (LSS; Heal & 
Chadsey-Rusch, 1986) and the Glasgow Depression Scale for People with Learning 
Disabilities (GDS-LD; Cuthill et al., 2003).
The LSS responses were verbally presented and graded ‘yes’ and ‘no’, and rated on a 
5-point scale from very positive (+2) to neutral (0) to very negative (-2). When used 
by Schwartz & Rabinovitz (2003) with people with mild to moderate learning 
disabilities they obtained good reliability (0.85).
Cuthill et al. (2003) developed the GDS-LD, a 20 item self-report measure using a 
two-part questioning format combined with visual support. Previous research provided 
the rationale behind the authors developing this response format. Lindsay and Michie 
(1988) found two-choice formats, indicating the presence or absence o f symptoms, 
had higher test-retest reliability than four choice formats. However, Cuthill et al. 
(2003) felt this would lower the sensitivity of the measure to changes in symptoms 
over time. In addition, there is evidence that the two choice format could lead to some 
people with learning disabilities responding perseveratively or in an acquiescent 
manner (Flynn, 1986). A three-point scale was developed where the responses were 
‘never/no’, ‘sometimes’ and ‘a lot/always’. These were presented in two stages, the 
first asking about the presence or absence of a symptom, and the second asking about
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the severity o f a present symptom. Symbols were also present to represent each 
answer: a tick to indicate ‘yes’; a cross to indicate ‘no’; and small and large black 
‘puddle’ marks to indicate ‘sometimes’ and ‘always’ respectively.
The GDS-LD was administered to a group of 19 depressed and 19 non-depressed 
people with learning disabilities. The measure discriminated between the two groups. 
The measure was also significantly correlated with the BDI-II (Beck, Steer & Brown,
1996) providing criterion validity (r=0.84 when overlapping items removed). Also 
high were test-retest reliability (0.94) and internal consistency (0.90).
Few studies have reported using this response format and it appears to address the 
issues of communication and memory difficulties. However, its use needs to be 
evaluated further.
1.9. Rationale for present studv
Clinicians and researchers have been creative in developing methods to support 
learning disabled clients in using self-report measures, sometimes using more than one 
method to obtain reports. Most researchers report internal reliability, however this 
indicates the consistency of the measure but not difficulties that may arise when using 
the measure. More information about the difficulties in using response formats is 
needed and a systematic evaluation of the most effective modification is required. 
This will increase knowledge about how to best aid clients to communicate their 
experiences and severity of distress when they present to clinicians.
This study provides an opportunity to obtain feedback from service users about 
different methods of presenting questions and could potentially inform changes to 
clinical practice. For the purposes of the present study four response formats were 
compared. The methods were: a) simplifying language of the questionnaire and 
reading the measure aloud to the respondent (Levine, 1985); b) providing visual 
support such as bar graphs (Lindsay et al., 1993) or faces with different intensity of 
constructs (Heal & Chadsey-Rusch, 1986; c) providing a number line, with the greater 
number indicating greater severity of emotion or intensity of the construct (Bromley, 
et al., 1998); and d) a graded question broken down into two component parts. The
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first question elicits the presence or absence of a particular construct. The second asks 
the participant to indicate the intensity of a present construct (Cuthill et al., 2003). To 
date there have been no studies comparing the use of these response formats. A ‘story 
task’ with four conditions was developed for the study. It presented four ‘stories’ or 
scenarios and asked questions about them. The questions varied in the type of 
response formats used to support the participants’ answers. The task is described more 
fully in the methodology section of this report.
1.10. Research Questions
The principal aim of the present study is to compare four different methods of 
administering self-report measures to people with learning disabilities, in order to 
investigate whether modifications used previously in research and clinical practice are 
appropriate for use with this population. It was hoped to achieve this by designing a 
task that would minimise the confounding factors found in the literature: cognitive, 
memory and language difficulties.
Secondary aims included: a) an examination of the relation between performance on 
the different response formats and standardised measures of receptive language and 
cognitive ability; and b) an investigation of whether the inclusion of a ‘don’t know’ 
response option is used by participants when provided.
1.11. Hvpotheses
1. There will be a difference between participants’ performance on the visual 
support and verbal conditions in the story task, with higher scores on the visual 
support conditions.
2. There will be a difference between participants’ performance on the three 
visual support conditions on the task. No specific predictions are made about 
which conditions will obtain higher scores.
3. There will be a relation between language ability and attainment on the story 
task, with those with higher scores on the language task also obtaining higher 
scores on the story task.
-148-
4. There will be a relation between scores obtained on the cognitive assessment 
and the story task, with those with higher IQ scores also obtaining higher 
scores on the story task.
In addition there will be an exploration of further aspects of the story task.
1. The inclusion and use of a ‘don’t know’ response option on the story task.
2. An examination of the types of errors participants make when using the 
different response formats.
3. An exploration of participant’s feelings about the different formats.
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2. Method
2.1. Design
The study had a repeated measures design. All participants completed a story task 
with four conditions, which were determined by different response formats. The 
dependent variables were scores obtained in each condition. In addition, information 
was collected about participants’ cognitive and linguistic abilities to examine the 
relations between these abilities and performance in the story task.
2.2. Ethics approval
Approval was sought, and obtained, to carry out the study through the local trust 
Ethics Committee, the local trust Research and Development Board and the 
University o f Surrey Ethics Committee (Appendix A).
2.3. Plan for obtaining informed consent
According to the Department of Health (2001) ‘consent’ denotes an individual giving 
his or her agreement to a decision and its consequences. Three conditions must be met 
in order for this consent to be valid. The person must be: capable of taking that 
particular decision; acting voluntarily; and be provided with enough information to 
enable decision taking (p. 3).
An attempt was made to ensure the participants were able to give informed consent to 
participate in the research. The first issue considered was that regarding the provision 
of information. Consultation with trust Speech and Language Therapists and an 
Advocate was sought in order to ensure that the study information was presented in 
clear, unambiguous language with the support of visual symbols. Secondly, the 
person’s capacity to make a decision was assessed through the use of open-ended 
questions. This evaluated understanding of the material, and it was assumed that a 
level of understanding would indicate a level of capacity. Thirdly, it was emphasised 
that they were not obliged to take part in the study. Questioning also clarified 
understanding of the ability to withdraw from the study, if  desired. In this way, it was 
hoped that the potential participant did not feel pressurised into taking part in the
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research. The process of obtaining consent is detailed in the following sections and 
copies of the information sheet and consent forms are in appendix B.
2.4. Participants
Nineteen adults with learning disabilities (ten men and nine women) with a mean age 
of 40 years 5 months (range 23 years 3 months to 57 years 11 months) took part in this 
study. They were recruited in the geographical area covered by the mental health NHS 
trust where ethics approval was obtained. Organisations providing a service for adults 
with learning disabilities, such as day services and supported living services were 
approached. Once permission was obtained to work with clients on their premises, 
initial interest in the study was sought from clients by the researcher.
Potential participants were then approached individually, with their keyworker present 
if they desired. Information was given about the study and what their involvement 
would entail. In order to ensure informed consent, open-ended questions about the 
information were then asked to gauge the clients’ level of understanding. The 
questions included: ‘What does confidential mean?’; and ‘After I’ve told the stories 
what do I do next?’ The clients were encouraged to ask questions at all points for 
clarification and further information. If the client was able to answer the open-ended 
questions, and therefore demonstrate understanding of the study and what was 
required of them, they were asked whether they wanted to participate. If they replied 
that they did, a consent form was signed. This procedure followed advice from the 
trust speech and language therapy team. In most cases it was a straightforward 
judgement because participants were either able to answer all three questions correctly 
or none of them. However, on two occasions the participant answered some but not all 
of the open-ended questions, so additional questions were asked to ensure 
understanding. For one participant, it became clear that he was able to give informed 
consent because he was able to recall the essential aspects o f the study and what was 
required of him. For the other participant, the benefit o f the doubt was given because 
she answered most of the questions correctly and she had clearly stated a desire to 
take part in the study. However, upon cognitive testing, it became apparent that her 
cognitive ability was too low. Testing was discontinued and further details are 
supplied below.
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All but one of the participants agreed to all the terms set out in the consent form. This 
participant questioned whether I should be talking to members of staff by myself if  I 
had concerns about him. He requested that this part of the consent form be changed to 
both him and I talking to the staff member together should any concerns about him 
arise. This was agreed, the form was modified accordingly and subsequently signed.
O f seven organisations providing day services and support for people with learning 
disabilities approached, five expressed an interest in taking part in the study. In these 
services 42 clients expressed initial interest in the study when I gave a brief 
description. When I spoke to these people individually and explained the study more 
fully using the information sheet as a guideline, it was felt that 19 were unable to give 
informed consent because they were unable to answer the open-ended questions, 
leaving 23 clients able to participate. Of these, three withdrew after one session, and 
testing was discontinued with another participant because cognitive screening 
indicated a severe learning disability. She was also unable to follow task instructions 
under the same conditions as the other participants. No further participants were 
recruited because 19 participants exceeded the required number identified following a 
priori power analysis.
An a priori power analysis was carried out to calculate the number of participants. 
Statistical power is defined as the probability of avoiding a Type II error, that is, the 
likelihood of rejecting the research hypothesis when it is correct. An important factor 
in power analysis is ‘effect size’, there are different versions of effect size that vary 
according to research design such as Cohen’s d or Eta squared (p^). Clark-Carter 
(1997) recommends the use of with ANOVA. Increasing the effect size increases 
the study’s power and so a ‘large’ effect size was chosen. The research design was a 
repeated measures design with four conditions so it was envisaged that the appropriate 
statistical analyses would be an ANOVA with four treatment levels. A large effect 
size for ANOVA is r|^=0.138 (Cohen (1988) cited by Clark-Carter (1997)) and the 
power was set at 0.80, therefore 16 participants were required for the study.
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2.5. Materials
2.5.1. Wechsler Abbreviated Scale o f  Intelligence
Most participants had not undergone cognitive assessment therefore there were no 
records o f their cognitive ability. Because this information was desired, the Wechsler 
Abbreviated Scale of Intelligence (WASI; The Psychological Corporation, 1999) was 
administered. The WASI yields Verbal, Performance, and Full Scale IQ scores, and is 
linked with other Wechsler scales (e.g. Wechsler Adult Intelligence Scale-Third 
Edition (WAIS-III; Wechsler, 1997). The WASI was standardised on a sample of 
children and adults from 6 to 89 years.
The WASI consists o f four subtests: Vocabulary, Similarities, Block Design, and 
Matrix Reasoning and can be administered in 30 minutes yielding Full Scale IQ 
(FSIQ), Verbal IQ (VIQ), and Performance IQ (PIQ) scores. An estimate of general 
intellectual ability can also be obtained from the two-subtest form, which can be given 
in about 15 minutes. These subtests include Vocabulary and Matrix Reasoning and 
provide only an estimated FSIQ score.
The WASI is used for estimating IQ scores for large samples when administration of a 
full battery is not feasible or necessary and it is appropriate for estimating IQ scores 
for research purposes (The Psychological Corporation, 1999). Although not intended 
to replace more comprehensive measures of intelligence, such as the WAIS-III, it is 
suitable for quickly measuring an individual's general cognitive functioning when 
appropriate. The WASI has been used previously in research with children and young 
adults with learning disabilities (e.g. Suto, Clare, Holland & Watson, 2005).
2.5.2. Test fo r  the Reception o f  Grammar
The Test for the Reception of Grammar (TROG; Bishop, 1989) was used as a measure 
o f receptive language ability. It is a multiple choice comprehension test in which the 
task is to select a picture matching a sentence spoken by the tester. All items use 
simple vocabulary, and grammatical complexity increases as the test proceeds. Each 
test stimulus is presented in a four picture multiple-choice format with lexical and 
grammatical foils. Four 4-choice items are used to test understanding of each of the 20 
sentence types; a block of four items is scored as passed if all four items are responded
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to correctly and as failed if one or more errors occur. Table 1 illustrates the 
grammatical constructs assessed in each testing block with an example.
Although the test was originally developed for children and has been validated on this 
population, it is also used with adults with learning disabilities clinically and in 
research (e.g. Jones, 2003; Laws, 2004).
Table 1: Examples of grammatical constructs measured by TROG (adapted from 
Bishop (1989)
Block Grammatical construct Example item
A Noun Shoe
B Verb Eating
C Adjective Long
D Two element combination The boy is running.
E Negative The boy is not running.
F Three element combination The boy is jumping over the box.
G Singular/plural personal pronoun They are sitting on the table.
H Reversible active She is pushing the horse.
I Masculine/feminine personal 
pronoun
She is sitting on the chair.
J Singular / plural noun inflection The cats look at the ball.
K Comparative / absolute The knife is longer than the pencil.
L Reversible passive The girl is chased by the horse.
M In and on The cup is in the box.
N Postmodified subject The boy chasing the horse is fat.
O X but not Y The box but not the chair is red.
P Above and below The pencil is above the flower.
Q Not only X but also Y The box is not only big but blue.
R Relative clause The pencil is on the book that is yellow.
S Neither X nor Y Neither the dog nor the ball is brown.
T Embedded sentence The book the pencil is on is red.
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2.5.3. Story task
2.5.3.1. Rationale
The story task (Appendix C) was developed for the study to compare different 
response formats. The purpose of the task was to present different response formats 
while reducing the language, memory and cognitive difficulties that appeared in the 
literature. To aid communication and memory pictures were presented with the 
stories, and visual response formats were also used. The stories and questions were 
short and the aim was to make the task simple to reduce the cognitive burden in order 
to examine response formats to reduce confounding factors to a minimum. It was 
decided to concentrate on four specific formats identified and selected from the 
literature. The first format was a ‘verbal’ condition, which also served as a control 
condition. Here the response options, and the response itself, were provided verbally. 
This was produced to replicate administration of measures that read out possible 
responses to clients (e.g. A-state Measure (Zuckerman, 1976) modified by Levine,
1985).
The second condition was the ‘visual support’ story. Here the response options were 
presented with visual support. The response options were presented verbally and with 
pictures. For example, faces with a smile, neutral or sad mouth were presented when 
the participant was asked whether the story protagonist was ‘sad’ ‘ok’ or ‘happy’. A 
bar chart indicated intensity or frequency of events. This format was introduced to 
reflect its use in measures by researchers such as Powell (2003) who administered the 
Zung Depression Inventory (Zung, 1965) and the Beck Depression Inventory (Beck & 
Steer, 1993) with bar graphs to represent the Likert scale. Faces were used to reflect 
its use in measures such as the Lifestyle Satisfaction Scale (Heal & Chadsey-Rusch,
1986) by Schwartz and Rabinovitz (2003).
The third condition was a number ‘visual analogue scale’ (VAS). Here a ten- 
centimetre line with the numbers 1, 2 and 3 was presented. The response options were 
provided verbally and with the number line. In each case the response was a number 
on the line. This format was introduced to reflect measures used by researchers such 
as Bromley et al. (1998) who asked participants to rate pain on a red-white coloured 
number scale.
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In the fourth condition, the questions were split into ‘two parts’. The participant was 
asked about the presence or absence of an event, and then the question was followed 
up with an additional question inquiring into the intensity or frequency of the event. 
These questions were also provided with visual support, a tick and cross symbols 
indicated ‘yes’ or ‘no’ and two shapes of different sizes indicated intensity or 
frequency. This format was introduced to reflect its use in measures such as the GDS- 
LD (Cuthill et al., 2003).
In addition to the response formats, the content of the questions also varied to reflect 
the content of questionnaires. One type of question asked a ‘fact’ about the story and 
was designed to measure the participants’ ability to recall the story. Another type of 
question was concerned with a ‘frequency’ or ‘intensity’ of an event and was designed 
to reflect mood questionnaires that ask how often events occur or how bad things 
were. The last type of question was concerned with ‘emotion’. These were designed to 
reflect general mood state questions.
To accommodate the different response formats and types of questions, four stories 
were developed. Each story was told in three parts, one part was followed by a 
question about a fact in the story, another was followed by a question about emotion 
and the other part was followed by a question about intensity or frequency. Each 
section of the story had an accompanying picture to support communication and 
memory. This picture was covered when the question was asked. Each story had a 
fixed and particular response format. So the story about Felix’s birthday party was 
always the story with the VAS response format. In each accompanying picture the 
emotion of the main protagonist’s face was not drawn to minimise matching of facial 
expression in story and responses in the task.
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2.5.3.2. Presentation o f  Verbal condition
The verbal condition story was administered in the following manner: 
The first part of the story was told with the accompanying picture
o , “Leila only received one letter on 
Tuesday.”
The picture was covered and the frequency question was asked:
“How many letters did Leila receive?” The three alternatives were provided verbally: 
“None, a little or a lot?” I then waited for the participant’s responses and noted it on 
the response form.
The second part of the story was told with the accompanying picture.
“When she opened the letter, she smiled 
from ear to ear.”
The picture was covered and the emotion question was asked: “How was Leila 
feeling?” The three alternatives were provided: “Sad, ok, happy?” I then waited for 
the participant’s response and noted it on the response form.
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The third section of the story was then told:
competition.
The picture was covered and the fact question was asked: “What did Leila come first 
in?” Three alternatives were provided: “A race, a competition, at school”. I then 
waited for the participant’s responses noted it on the response form.
2.5.3.3. Presentation o f  Visual support condition
The visual condition story was presented in the following manner.
The first part of the story was told with the accompanying picture:
“Sally was going to a party and she was 
wearing a new dress.”
The picture was covered and the fact question was asked while showing the three 
alternatives: “What was Sally wearing?” “Skirt (pointed to skirt). Dress (pointed to 
dress). Trousers (pointed to trousers)”
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I then waited for the participant’s responses noted it on the response form.
The second section of the story was then presented with the accompanying picture:
“A car drove past and splashed water 
from a puddle all over her and she got 
soaking wet.”?
2% ^  J
The picture was covered and the frequency/intensity question was asked while 
showing the three alternatives: “How wet did Sally get?” “Not wet (pointed to ‘empty’ 
bar), a little wet (pointed to middle bar), a lot wet (pointed largest bar)”
■ :
. ;
The third section of the story was presented with the accompanying picture:
“Sally cried because her dress was 
ruined.”
The picture was covered and the emotion question was asked while showing the three 
alternatives: “How did Sally feel?” “Happy (pointed to happy face on left), ok 
(pointed to middle face). Sad (pointed to sad face on right)”
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I then waited for the participant’s responses and noted it on the response form.
2.5.3.4. Presentation o f  VAS condition
The VAS story was presented in the following manner:
The first section of the story was told with the accompanying picture:
“Felix woke up early with a smile 
because today was his birthday.”
The picture was covered and the emotion question was asked while showing the three 
alternatives: “How did Felix feel?” “Sad (pointed to 1), ok (pointed to 2), Happy 
(pointed to 3)”
I then waited for the participant’s response and noted it on the response form.
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The second section of the story was presented with the accompanying picture.
“His Mum had organised a party and 
invited his friends.”
The picture was covered and the fact question was asked while showing the three 
alternatives: “Who organised a party?” “Felix (pointed to 1), Mum (pointed to 2), Dad 
(pointed to 3)”
1 2 3
I then waited for the participant’s response and noted it on the response form. 
The third section of the story was presented with the accompanying picture:
“Everyone was coming. The house was 
going to be full o f people.”
The picture was covered and the frequency question was asked while showing the 
three alternatives: “How many people were coming to the party?” “Nobody (pointed 
to 1), a few people (pointed to 2), lots of people (pointed to 3)”
I then waited for the participant’s responses and noted it on the response form.
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2.5.3.5. Presentation o f  two-part condition
The two-part story was presented in the following manner:
The first part of the story was told with the accompanying picture.
“Mike went to the hairdressers on 
Saturday.”
The picture was covered and the first part of the fact question was asked while 
showing the two alternatives; “Did Mike go out? Yes (pointed to tick) no (pointed to 
cross)”
y
If the participant responded that Mike had gone out, the second part of the question 
was asked: “Where did he go?” There was no visual support for this question. The 
responses for both questions were noted on the response form.
The second part o f the question was presented with the accompanying picture
The hairdresser cut Mike’s hair much
too short.
The picture was covered and the first part of the frequency/intensity question was 
asked while showing the two alternatives: “Was Mike’s hair cut short? Yes (pointed to 
tick), no (pointed to cross)”
7  X
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If the participant responded that the hair had been cut short the second part o f the 
question was asked with the following visual support. “Was it a little short (point to 
little ‘cloud’ or a lot short (pointed to bigger ‘cloud’)?
The participant’s responses to both questions were noted on the response form. 
The third section of the story was told with the accompanying picture:
“Mike saw his new haircut and started to 
cry, “I look awful!” he said.”
The picture was covered and the first part of the emotion question was asked while 
showing the two alternatives: “Was Mike happy? Yes (pointed to tick), no (pointed to 
cross)”
Should any participant have responded that Mike was happy, the second part of the 
question was asked with the following visual support. “Was he a little happy (point to 
little ‘cloud’ or a lot happy (pointed to bigger ‘cloud’)?
The participant’s responses to both questions were noted on the response sheet.
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2.5.3.6. Analysis o f  story task structure
Because the stories were fixed to particular response formats every effort was made to 
ensure that the stories were as similar in difficulty and structure as possible. The 
sentences were analysed with Flesch readability statistics such as Flesch reading ease 
(FRE). This is available on the Microsoft Word 2000 word processing package as part 
of the spelling and grammar tool. FRE rates text on a 100-point scale with a higher 
score denoting greater ease. The authors recommend a minimum level of 60 to 70 
points for ‘most standard documents’. It is based on the following formula: 206.835 -  
(1.015 X ASL) -  (84.6 x ASW) where: ASL = average sentence length (the number of 
words divided by the number of sentences) and ASW = average number of syllables 
per word (the number o f syllables divided by the number of words).
Another formula rates text on a U.S. grade school level. A score of 8 indicates that an 
eighth grader, around 14 years old, can understand the document. The formula for the 
Flesch-Kincaid Grade Level is: (.39 x ASL) + (11.8 x ASW) -  15.59. ASL and ASW 
are as the above formula.
Table 2: Summary of story structure statistical analyses
Condition Total words Sentences Words/sentence FRE Grade level
Verbal 26 3 8.6 77.6 4.5
Visual 38 3 12.6 89.3 3.9
VAS 34 4 8.5 78.7 4.3
Two-part 29 3 9.6 83.2 4.0
All the sentences were above the minimum levels of 60 to 70 and judged to be at 
approximately fourth graders’ level of reading ability (around ten years o f age). The 
longest story was also judged to be the easiest to read.
Varying the story’s response formats was considered, so all response formats could be 
administered with each story but this was abandoned because it would have yielded 
few opportunities to compare the same response format with each story. For example, 
four response conditions would have required four stories. To test each condition with 
each story once would require 16 participants. To compare five responses to the same
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story and response format combination would require 80 participants. Multiple 
responses to each combination are desirable to establish the item’s reliability. By 
keeping story and response format constant but counterbalanced, more robust 
statistical analyses could be carried out. However, ensuring some form of control for 
varying lengths of the sentences was necessary. This was carried out and presented in 
the results section.
2.6. Procedure
2.6.1. General procedure
After seeking the participant’s consent to participate, testing was carried out over 
three testing sessions. In one session the WASI was administered if no information 
about the participant’s cognitive ability was available. In another session, the TROG 
was administered. In another the story task was administered. For those participants 
with information about cognitive abilities already available, the WASI session was 
replaced with a second story session. These sessions are described in more detail 
below. The order of the sessions was varied. The session with the WASI was 
administered first because an overall impression of the participant’s cognitive ability 
was necessary for inclusion in the study. The sessions where the TROG and story task 
were administered were counterbalanced.
The total number of testing sessions, each approximately 20 to 30 minutes long, was 
57. When all meetings with participants are considered, including those providing 
information about research and establish ability to consent, and testing sessions with 
participants who discontinued testing, the total number of sessions carried out was 
103.
2.6. ZIFAS'/
The test was administered following standardised procedures, set out in the manual 
(The Psychological Corporation, 1999). The first four participants, including three of 
those who ceased participating in the study, were administered four subtests of the 
WASI. It was decided to cut this down to 2 subtests to minimise testing time because 
administration was taking over the 30 minutes described in the manual, and very few 
participants had records of previous assessments. Consequently, the brief FSIQ score
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was obtained. This was seen as sufficient for research purposes and it was possible to 
detect those potential participants with a more severe learning disability. Indeed, one 
potential participant was found not to meet the study selection criteria after 
administering the two subtests and was excluded from further testing.
2.6.3. TROG
The participants were asked to complete the TROG after an explanation that it was 
also useful to know about the language people understand. The test was administered 
following the standardised procedures, set out in the manual (Bishop, 1989).
2.6.4. Story task - part one
Twenty four response sheets were made with the four conditions: ‘verbal’, ‘visual 
support’, ‘VAS’, and ‘two-part ’, in counter-balanced order (Appendix D). These were 
then placed randomly in a pile. As I met each participant, a response sheet was taken 
from the pile and the stories were administered in the pre-determined order written on 
the response sheet. This was to ensure that the presentation of the stories was counter­
balanced to control for practice effects across the conditions.
The participant was told an example story to illustrate the task (Appendix C). A 
picture accompanied each section of all stories to support communication. The 
pictures were then covered when the questions were asked. In the example story all 
the response options were demonstrated and compared. For example, the frequency 
question could be asked using the visual support format (bar chart), the visual 
analogue scale and the two-part questions. In the visual support condition, for 
example, understanding of each bar and its meaning was assessed by asking what each 
one meant and asking which meant ‘none’, ‘a lot’ and so on. Using the example story 
in this way ensured that all four response formats were presented and explained, 
comprehension could be assessed, and that the task format was familiar for the 
experimental conditions. The participants were encouraged to ask for clarification at 
all stages of testing.
The remaining experimental stories were presented in the pre-determined order found 
on the response sheets. The stories were told in three parts, each supported by a
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picture. After each part was told, the picture was covered and a question was asked 
using the response format assigned to that story. After the question was asked the 
three response options were provided, verbally and with pointing to each option in the 
visually supported conditions.
On occasion the participant asked for repetition of the story and question. In these 
cases I repeated the last section of the story, following the same word order, and then 
repeated the question again with the options. No word changes were made.
Participants’ answers to the questions were recorded on the response sheets. They 
were asked to provide a verbal response and point to their answer if a visual response 
format was provided. Both responses were noted. On occasion the two responses did 
not match, in these cases I sought clarification. The response was marked as incorrect 
if  the responses still did not match. For example, in response to “How did Felix feel?” 
in the VAS condition, if the participant pointed to 2 (‘ok’) but said ‘happy’ and 
reiterated this after clarification, then this was marked as incorrect. Clarification was 
sought by asking the participant to confirm their answer by repeating it. This rationale 
was followed because although understanding of the story was apparent, it was the 
ability to use the response format provided that was being measured first and 
foremost.
When all conditions were administered the participants were thanked and I requested 
feedback about the task. Placing all the response formats in front o f the participant, I 
asked him or her to think about when I asked the questions and compare when I used 
the different supports and when I didn’t (i.e. I ‘just talked’). I then asked if  it was 
‘easier’, or ‘more difficult’ to answer the questions, or was it about the same with 
support. We had a conversation about this and I rephrased the question if it seemed 
necessary. I then asked the participant to compare the different response formats. I 
asked whether any visual support was more or less helpful than the others for 
answering questions, and whether a preference could be indicated. Again a 
conversation followed. I noted down the participants’ responses and read back what I 
had written to confirm that this is what they wanted to say. The participants were 
offered another opportunity to ask me questions and clarify any issues.
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2.6.4. Story task - part two: inclusion o f  ‘don’t know ’ response 
Finlay and Lyons (2001) recommend the inclusion o f a ‘don’t know’ option for 
diminishing the likelihood of acquiescence, particularly in questions with ‘yes’ or ‘no’ 
as alternatives.
This session was only administered to three participants for whom IQ scores were 
already available in the psychology department records. These participants were 
administered additional story tasks that were more ambiguous, with a ‘don’t know’ 
response option. The task was parallel to the stories described in section 2.3.3., with 
four conditions, fact, emotion and intensity questions and presented in the same way. 
In addition to three response possibilities offered, a ‘don’t know’ option was also 
available. The task is described fully in appendix C and is not described in this section 
because of limited space. After the task was completed the participants were asked for 
feedback about the inclusion of the ‘don’t know’ option.
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3. Results
3.1. Section layout
The results section includes quantitative analyses about the tests administered and 
additional qualitative information about the story task. The results will be presented in 
three sections. The first section presents descriptive results. The second section 
concentrates on the story task. The last section presents analyses exploring 
associations between tests measuring cognitive and linguistic ability, and the story 
task.
3.2. Descriptive results
3.2.1. Cognitive ability
Four participants’ cognitive scores were already available in their psychology files so 
they were not administered a cognitive task in this study. The remaining 15 
participants’ cognitive abilities were measured by administering the WASI.
The IQ scores for all participants ranged from 52 to 75, falling in the ‘significant 
impairment’ to ‘borderline’ range (BPS, 2000). The mean score was 60.37 
(S.D.=5.91) and the data were significantly, positively skewed (Howitt & Cramer,
1997). Two people scored above 70, the cut-off range for a significant learning 
disability. However, they were included because they were viewed as requiring 
support.
3.2.2. Linguistic ability
The participants’ receptive language abilities were measured by administering the 
TROG. The scores on this measure ranged from 5 to 15. The mean score was 9.68 
(s.d. = 2.91) and the data were not significantly skewed. This means that, on average, 
participants passed 9 blocks of four sentences on the task. The ninth block required 
the participants to correctly identify a picture representing sentences such as 'she is 
sitting on the chair’ and ‘the woman is carrying h im \ Twelve participants were able to 
do this. The following blocks required the correct identification of sentences with 
plurals e.g. ‘the cats look at the ball’ and the boys pick the apples’. Five out of the 19 
participants passed this block of four questions requiring correct identification of
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pictures represented by sentences with a plural. Appendix E summarises the number 
o f participants passing each block.
3.3. Story task
3.3.1, Total number o f  correct responses
The number of correct responses to the story task ranged from 6 to 12 (out of 12 
questions asked). A frequency distribution of the scores is included in Appendix E. 
The mean number o f correct responses was 10.37 (s.d.=1.61). The number of correct 
responses by condition and question type is shown in figure 1. Skewness was 
calculated using the following formula: z= skewness / standard error o f skewness. The 
minimum value of z  required to be statistically significant at the 5% level with a two- 
tailed test is 1.96. If z exceeds this level, the data are statistically significantly skewed 
(Howitt & Cramer, 1997). The skew for the data was statistically significant (z=-2.67), 
so for this reason and because of restricted range of data points, non-parametric 
statistical tests were used to examine the data.
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figure 1 : Graph showing number of correct responses by condition and question type
3.3.2. Task analyses
In order to examine whether story or sentence complexity was related to performance 
the stories were analysed. Each part of the story was analysed using the number of
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words in each section, the Flesch Reading Ease measure and a measure of Grade 
Level. This was then correlated to the total number of correct responses to the 
question referring to that story section. These correlations are presented in table 3, and 
n is equal to 12 because there were 12 story sections. The number o f correct responses 
obtained for each section of the stories administered was not significantly related to 
the length of the story section or its level of reading ease.
Table 3: Correlation between total number of correct responses on story task sections 
and task structure: words, reading ease and grade level (Spearman’s Rho)
N um ber of words Flesch Reading Ease G rade Level
Total correct responses . 17 .12 -.01
p=.59 p= .l\ p=.91
n=12 n=12 n=12
This suggests that any statistically significant findings in the inferential analyses are 
more likely to be a result of response format rather than more mechanical aspects of 
the stories, such as story length or reading ease.
3.3.3. Total number o f  correct responses by condition
The total number o f correct responses was 3 for each condition (see section 3.3.5.4, 
for conversion of two-part items to this scale). Questions in the two-part condition 
obtained the highest mean number of correct responses. The mean number of correct 
responses for both the VAS and verbal conditions was 2.53. These were the lowest 
mean scores. The results are summarised in table 4.
Table 4: Summary o f descriptive statistics by story condition
Condition Mean S.D. Minimum M aximum
V erbal 253 0.51 2 3
Visual 2.63 0.76 2 3
VAS 253 0.70 1 3
Tw o-part 2.68 0.58 1 3
The responses were examined to explore whether the number of correct responses 
varied as a consequence of condition. Because the participants responded to questions 
in all four conditions Friedman’s analysis was carried out. There was not a statistically
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significant different number of correct responses given in the four conditions = 
1.89; d.f. = 3; /?=.60; n = 19). This indicates differing conditions did not influence 
total number o f correct responses.
3.3.4. Total number o f  correct responses by question type
The total number o f correct responses possible was four because there were four 
conditions. The question receiving the highest mean number of correct responses was 
the emotion question. The question receiving the lowest mean number of correct 
responses was the fact question. The results are summarised in table 5.
Table 5: Summary of descriptive statistics by question type
Question Type Mean S.D. Minimum Maximum
Fact 3.16 1.01 1 4
Frequency 3.58 0.61 2 4
Emotion 3.63 0.60 2 4
The responses were examined to explore whether the number of correct responses 
varied as a consequence of question type. Because participants responded to questions 
on various occasions, Friedman’s analysis was carried out. There was a marginally 
significant difference in number of correct responses given in the different question 
types (x^F =5.54; d.f.=2; j9=0.06; n = 19).
To compare each question type with all others, 3 further contrasts were carried out. It 
could be argued that Bonferroni’s correction should be carried out on contrast 
analyses because it takes into consideration the number of contrasts conducted. 
However, because these contrasts were of primary interest and only a relatively small 
amount o f contrasts were carried out, this was not done in the present instance.
The differences were explored with a Wilcoxon signed ranks analysis. There was a 
statistically significant difference between the number of correct responses to the fact 
and emotion questions (Z=-2.00; /?=.046) with more emotion questions answered 
correctly; but not between the emotion and frequency questions (Z=-0.28; /?=.78); or 
between the frequency and the fact questions (Z=-1.70; p=.90).
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3.3.5. Number o f  correct responses by task condition
Analyses then explored whether the responses to the questions varied in each 
condition separately. The data were dichotomous, either correct or incorrect, for this 
reason Cochran’s Q was used, which was deemed appropriate because it can be used 
with sample sizes of at least 16 participants (Clark-Carter, 1997). Further post-hoc 
analyses were carried out with McNemar’s Test (Green & Salkind, 2004). In addition, 
a one sample binomial test measured whether the proportion of group performance 
varied significantly differed from chance. A statistically significant result indicates 
that it is unlikely the participants are responding to the item ‘by chance’ or guessing, 
and thus is the desirable result for these items designed for the study.
3.3.5.1. Verbal condition
The number of correct responses by each participant to the verbal questions ranged 
from 2 to 3. The mean number of correct responses was 2.53 (S.D.=0.51).
There were three response options for all the questions posed. This means that there 
was a 1 in 3 chance o f getting a correct answer. A binomial test was carried out with 
the probability of a correct response for each question set at 0.3. The results are 
included in table 6, the distribution of frequency and emotion questions differed 
significantly from chance, but the distribution of the fact question did not.
Table 6: Summary of responses to verbal story condition by question type (percentage 
in brackets) and significance of binomial tests
Question type Answer
Incorrect Correct
Fact 8(40) l l ( 6 0 ) t
Frequency 0(0) 19(100)*
Emotion 1(10) 18 (90) *
t  binomial test not significant p  = 0.18 
* binomial test statistically significant/?<0.001
Responses to verbal condition questions varied according to question type. There was 
a statistically significant difference in number o f correct responses by question type
(Q = 12.67; d.f. = 2; /7=0.02).
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Follow-up pairwise comparisons were conducted using a McNemar’s test. The 
proportions differed significantly between fact and frequency questions (p=0.01) and 
between the fact and emotion questions (p=0.04) with the fact question obtaining 
fewer correct responses. The proportions did not differ significantly between the 
frequency and emotion questions (/?=1.00).
3.3.5.2. Visual support condition
The number of correct responses, by participant, to the visual questions ranged from 0 
to 3. The mean number o f correct responses was 2.63 (S.D.=0.76). The results are 
included in table 7, the distribution of all the questions differed significantly from 
chance.
Table 7: Summary of responses to visual support story condition by question type 
(percentage in brackets)
Question type Answer
Incorrect Correct
Fact 4 (20) 15 (80) *
Frequency 2(10) 17 (90) *
Emotion 2(10) 17(90)*
* binomial test statistically significant/><0.001
There was no statistically significant variation in number o f correct responses as a 
result o f question type (Q = 3.50; d.f. = 2;p  = 0.17). No contrast analyses were carried 
out.
3.3.5.3. VAS condition
The number of correct responses, by participant, to the VAS questions ranged from 1 
to 3. The mean number of correct responses was 2.53 (S.D.=0.70). The results are 
included in table 8, the distribution of all the questions differed significantly from 
chance.
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Table 8: Summary of responses to VAS story condition by question type (percentage 
in brackets) and significance of binomial tests
Question type Answer
Incorrect Correct
Fact 3(20) 16(80)*
Frequency 1(10) 18 (90) *
Emotion 5(30) 14 (70) *
* binomial test statistically significant/?<0.001
There was no statistically significant variation in number of correct responses as a 
result of question type (Q = 3.43; d.f. = 2 ;p  = 0.18). No further analyses were carried 
out.
3.3.5.4. Two part questions condition
The number of correct responses, by participant, (out of 5 questions asked) ranged 
from 2 to 5. The mean number of correct responses was 4.63 (S.D.=0.76) and are 
summarised in table 9.
Table 9: Summary of responses to two-part question story condition by question type
Question type Answer
A B
Incorrect Correct Incorrect Correct
Fact 1 18 0 18
Frequency 0 19 5 14
Emotion 0 19 N/A* N/A*
* This category had no responses because no follow up question was asked
For the purpose of analysis, the data in this condition were transformed to make a 3- 
point scale to make data across all conditions comparable. To score a correct response 
overall the participant had to answer both parts of the question correctly (i.e. both a 
and b). For example, in the frequency question the responses were re-scored with 14 
participants obtaining an overall correct response and 5 an overall incorrect response. 
These data were used in subsequent analyses.
The number o f correct responses, by participant, ranged from 1 to 3. The mean 
number of correct responses was 2.68 (S.D.=0.58). The probability of a correct
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response was set at 0.25 because four questions were asked. The results are included 
in table 10, the distribution of all the questions differed significantly from chance.
Table 10: Summary of transformed responses to two-part question story condition by 
question type (percentage in brackets)
Question type Answer
Incorrect Correct
Fact 1(10) 18(90)*
Frequency 5(30) 14 (70) *
Emotion 0(0) 19(100)*
* binomial test statistically significantp<0.001
Participants’ responses to questions were analysed to examine whether they varied 
according to question type. There was a statistically significant variation in the 
number of correct responses as a result of question type (Q=8.40; d.f.=2; p=0.015).
Follow-up pairwise comparisons were conducted using a McNemar’s test. There was 
a marginal significance between emotion and frequency questions (p=0.06) with the 
emotion question receiving the most correct responses. Neither of the other 
comparisons reached a significant level (fact vs emotion, p=1.00; fact vs frequency, 
jf?=0.13).
3.3.6. Number o f  correct responses by question type
3.3.6.1. Fact questions
This analysis examines whether responses to fact questions varied according to 
condition. There was a statistically significant difference in number of correct 
responses as a consequence of condition (Q = 9.75; d.f. = 3; p=0.02). This is 
summarised in table 11.
Table 11 : Responses to fact questions by condition
Condition Value
Incorrect Correct
Verbal 8 11
Visual 4 15
VAS 3 16
two-part 1 18
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Follow-up pairwise comparisons were conducted using a McNemar’s test. The 
proportions differed significantly between two-part and verbal conditions, with 
questions in the two-part condition receiving more correct responses. The comparison 
between VAS and verbal conditions were marginally significant with VAS questions 
obtaining more correct responses. The proportions did not differ significantly in the 
remaining pairwise comparisons (table 12).
Table 12: Summary table of post-hoc analyses of fact questions by condition
Visual vs VAS vs Two-part VAS vs two-part Two-part
verbal verbal vs verbal visual vs visual vs VAS
p  (2-tailed) 0.29 0.06 0.02 1.00 0.2J 0.63
3.3.6.2. Frequency questions
This section examines whether the participants’ responses to frequency questions 
varied under different conditions. There was a statistically significant difference in 
number of correct responses as a consequence of condition (Q = 7.64; d.f. = 3; 
j:?=0.05). This is summarised in table 13.
Table 13: Responses to frequency questions by condition
Condition Value
Incorrect Correct
Verbal 0 19
Visual 2 17
VAS 1 18
Two-part 5 14
Follow-up pairwise comparisons were conducted using a McNemar’s test. The 
proportions differed to a marginally significant level between two-part and verbal 
conditions (/7=0.06) with verbal questions obtaining more correct answers. None of 
the remaining comparisons reached statistical significance (table 14).
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Table 14: Table: Summary table of post-hoc analyses of frequency question by 
condition
Visual vs VAS vs two-part VAS vs two-part two-part
verbal verbal vs verbal visual vs visual vs VAS
p  (2-tailed) 0.50 1.00 0.06 1.00 0.3^ 0.22
3.3.6.3. Emotion questions
This section examines whether the participants’ responses to emotion questions varied 
under different conditions. There was a statistically significant difference in number of 
correct responses by condition (Q = 9.32; d.f. = 3; p=0.03). This is summarised in 
table 15.
Table 15: Responses to emotion questions by condition
Condition Value
Incorrect Correct
Verbal 1 18
Visual 1 18
VAS 5 14
Two-part 0 19
Follow-up pairwise comparisons were conducted using a McNemar’s test. The 
proportions differed to a marginally significant level between two-part and VAS 
conditions with the questions in two-part condition receiving more correct responses. 
The remaining comparisons did not reach a statistically significant level (table 16).
Table 16: Summary table of post-hoc analyses to emotion question by condition
Visual vs VAS vs two-part VAS vs two-part two-part
verbal verbal vs verbal visual vs visual vs VAS
p  (2-tailed) 1.00 0.13 1.00 0.22 1.00 0.06
3.3.7. Qualitative information
3.3.7.1. Behaviour and comments while responding to stories
The participants all seemed engaged in the task, sometimes laughing at parts of the 
stories or at the drawings accompanying them. On occasion, participants would repeat 
back part of the story to themselves using their own words. For example, in one story, 
where Sally got ‘soaking wet’ one participant said to himself that she was ‘plenty’
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wet. Five participants asked for a repetition of questions, or part of the story. All 
these behaviours indicate the participants were paying attention to the task.
Participants’ behaviours while responding appeared to vary according to the 
condition. The following section describes behaviours displayed, focusing particularly 
on items receiving incorrect responses. It is hoped that these behaviours will indicate 
why incorrect responses were given.
3.3.7.2. Verbal condition
The fact question, asking what Leila had come first in, received the most incorrect 
responses. The correct response was ‘competition’. However, two people replied 
‘school’ with no additional behaviours observed. Four people answered ‘race’, two of 
whom asked for a repetition of the question before answering. Another said, ‘number 
1 or number 2 ... I can’t remember . . . ’ before responding ‘race’. Another participant 
did not display additional behaviours. One person responded ‘Don’t know’ after some 
consideration and another said ‘An actor’ in response to the question.
There was one incorrect response to the emotion question. In this case the respondent 
person replied that Leila felt ‘ok’ after opening the letter and ‘smiling from ear to ear’.
3.3.7.3. Visual condition
In fact question, respondents were required to indicate whether a dress, skirt or 
trousers were worn to the party by pointing to the correct drawing. There were four 
incorrect responses. One person said that he was ‘not sure’ and then pointed to and 
said ‘trousers’. The others all pointed to the skirt. I did not observe additional 
behaviours with two of the respondents. The other participant pointed to the skirt 
while saying ‘dress’. Men gave all the incorrect responses.
Two participants answered the frequency question incorrectly, both choosing ‘A little 
wet’ as their response. No other behaviours were observed. There was one incorrect 
response to the emotion question in this condition. One participant pointed and said 
‘ok’. No other behaviour was observed.
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3.3.7.4. VAS condition
The incorrect responses and accompanying behaviours were similar across the 
question types. Participants were observed pointing to a response but indicating an 
incongruent response verbally. This happened twice in the fact question where ‘mum’ 
was the verbal response but another number was chosen. Another person indicated 
‘dad’. In the emotion question five people gave incorrect responses. Two indicated 
‘ok’ with no additional behaviours. Two pointed to the incorrect answer but said 
‘happy’, another participant pointed to the correct answer and said ‘sad’.
There seemed to be some hesitation in those responding to the frequency question. For 
example, one participant pointed to number 1 then 3 while saying ‘a lot’, this was the 
correct response. Another said ‘I’m guessing’ before pointing to a number.
3.3.7.5. Two-part question condition
On the frequency/intensity question in the ‘two-part ’ condition another behaviour was" 
observed. All participants answered correctly to the question asking if  Mike had had 
his hair cut. When asked how much hair was cut, ‘a little’ or ‘a lot’, five participants 
responded ‘a little’. Two of these participants added verbally that Mike had ‘little’ 
hair and pointed to the smaller response option. One person gave an incorrect response 
to the fact question indicating that Mike had not gone out.
No other behaviours were on the other questions were observed. No incongruent 
answers or any hesitations were observed on this condition.
3.3.8. Feedback about task
Participants were asked to provide feedback about the task after completing it. They 
were asked whether providing support was helpful or useful, in comparison to 
providing no support and just asking questions verbally. Six participants responded 
that it made no difference whether visual support was provided or not, although one 
participant said it would have been useful to have visual support if the questions were 
harder, particularly the ‘faces’ (in the visual condition). Two participants 
spontaneously acknowledged that they could see its use for those requiring more
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support than they did. When questioned further about which of the different supports 
were more helpful, they all responded that they found them equally useful.
Thirteen participants responded that the provision of visual support was helpful. Eight 
responded that all the different visual support methods provided were equally helpful. 
One commented that it was ‘helpful’ to ‘listen to me talking’ while looking at the 
support at the same time. Although participants were not asked about the pictures that 
supported the stories specifically, this person also commented that it was helpful to 
have the pictures while I told the stories.
There was no consistent answer as to which of the three supports was most helpful. 
Two indicated a preference for the VAS and the ‘faces’, although one of these 
participants reiterated that he also found the other supports helpful. Another 
participant also liked the VAS and added ‘ticks and crosses’ (first stage of the two- 
part condition) as a preference. Another participant agreed that the ‘faces’ were most 
helpful but disagreed with the other participants with regards to the VAS, saying that 
this was the ‘least’ helpful support. Another participant also found the VAS the ‘least’ 
helpful, finding the ‘bars’ and ‘clouds’ (second part of the two-part condition) better. 
One participant found the ‘faces’, ‘bars’ and ‘clouds’ useful because it was ‘easy to 
see which is lots’ and which face was ‘happy’ or ‘sad’.
3.3.9. Feedback about 'don’t know ’ option
Four people did not complete the WAS! in the study and so were eligible for 
administration of the second part o f the story task including the ‘don’t know’ option. 
One person was ill so only three people were administered this task. Only one person 
used the ‘don’t know’ option. Further details about the responses for this task are 
provided in appendix E. These three people gave feedback on the provision of the 
‘don’t know’ option. The first person asked responded he would be happier and more 
likely to use the ‘don’t know’ option if it was called something different, like ‘I’m not 
sure’. He was observed to hesitate before responding to one question saying he was 
‘not sure’, but then chose one of the alternative responses, which was correct. This 
happened in the VAS condition. When questioned further about his preference for the
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phrase T ’m not sure’, he could not expand on this by giving an explanation or a 
reason why it may be a better response option.
The second person asked liked the option of a ‘don’t know’ response and he used it in 
his responding to questions in all conditions. When he came across a question that he 
knew the answer to, he said before answering, ‘oh, this one I do know’ (participant’s 
stress). When questioned about the ‘don’t know’ option he replied that the reason he 
liked it was because if it wasn’t there then you ‘have to choose’ when you don’t know.
The third person was more ambivalent about the presence of the ‘don’t know’ option, 
saying that it might be a good idea, she didn’t know. I then asked about changing the 
words to ‘not sure’ in light of the previous comments made. She thought that this was 
better than ‘don’t know’, particularly for those who were less able than herself.
3.4. Associations between storv task and other tasks administered
Correlations were carried out to examine relations between the story task and 
cognitive and linguistic ability. Spearman’s Rho was used for this analysis because the 
data were significantly skewed. Cognitive ability was measured by administering the 
WASI or by referring to previous cognitive assessment scores. Language ability was 
measured using the TROG. Cognitive and language abilities were significantly 
correlated (Rho = 0.66; p=.002).
3.4.1. Story task: total number o f  correct responses
The total number of correct responses on the whole story task was positively and 
significantly correlated to cognitive score (Rho = 0.53; p=0.02) and with the TROG 
(Rho = 0.50; p  = 0.03).
3.4.2. Story task: number o f  correct responses by condition
The number of correct scores for each story condition was correlated to the cognitive 
scores and the TROG, but these were not statistically significant. The individual story 
conditions were also correlated with two subtests of the WASI, the Vocabulary and 
Matrix Reasoning (table 17). These were available for the 15 participants who did not
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have previous records of their cognitive abilities. There were no statistically 
significant results.
Table 17: Summary of Spearman’s correlations: total number of correct responses by 
condition and by cognitive and language measures
Cognitive score TROG MR* Vocab*
Verbal .271 .254 -.063 . .133
p=.262 p=.294 p-.%22 p=.621
n=19 n=19 n=15 n=15
Visual .241 .201 .246 .297
/7=.321 p=.409 p=.311 /7=.2S3
n=19 n=19 n=15 n=15
VAS .177 .348 .024 .346
p=.469 p=.\45 p=.93\ /?=.206
n=19 n=19 n=15 n=15
Two-part .292 .368 .246 .297
p=.225 p=.\2\ p=.211 /7=.2S3
n=19 n=19 n=15 n=15
*MR=Matrix Reasoning; Vocab = Vocabulary
3.4.3. Story task: number o f  correct responses by question type
The number o f correct responses for each question type was correlated with language
and cognitive ability (table 18). Only one correlation was statistically significant and
this was the total number of fact questions answered correctly with TROG (Rho =
0.47; p=D.A2). The total number of correct responses was also correlated with the
WASI subtests completed by 15 participants. There were no statistically significant
findings.
Table 18: Summary of Spearman’s correlations: total of correct responses by question 
type and by cognitive and language measures
Cognitive score TROG MR* Vocab*
Total fact .440 .470 .249 .247
/?=.059 p=.942 /?=.372 p=.314
n=19 n=19 n=15 n=15
Total emotion .133 .197 .095 .297
p=.587 /7=.420 p=.l'il /?=.283
n=19 n=19 n=15 n=15
Total .390 .346 .396 .346
frequency p=.098 p=.\46 p=.\44 /?=.206
n=19 n=19 n=15 n=15
* MR = Matrix Reasoning; Vocab = Vocabulary
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4. Discussion
The present study was a preliminary examination of possible ways of administering 
self-report questions to people with learning disabilities. The principal aim was to 
compare four different methods of administering visual analogue scales to people with 
learning disabilities to investigate whether modifications used previously in research 
and clinical practice are appropriate for use with this population. The study found that, 
in general, the participants responded well to the task and to the provision of visual 
supports. One consequence of this was a restricted range of responses, with many of 
the questions being answered correctly by most o f the participants. However, the 
study did provide important insights into sources of difficulty in asking questions to 
people with learning disabilities.
4.1. Summary of findings
4.1.1. Hypotheses 1 and 2
1. There will be a difference between participants’ performance on the visual 
support and verbal conditions in the story task. With higher scores on the 
visual support conditions.
2. There will be a difference between participants’ performance on the three 
visual support conditions on the task. No specific predictions are made about 
which conditions will obtain higher scores.
There were no statistically significant findings when scores obtained on each 
condition were compared, either when comparing verbal to the visual support 
conditions, or when comparing different visual support conditions.
4.1.2. Hypotheses 3 and
3. There will be a relation between score on language ability and attainment on 
the story task, with those with higher scores on the language task also 
obtaining higher scores on the story task.
4. There will be a relation between scores obtained on the cognitive assessment 
and the story task, with those with higher IQ scores also obtaining higher 
scores on the story task.
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There was a statistically significant correlation between cognitive and language 
abilities with the total number of correct responses on the task.
4.1.3. Summary by question type
4.1.3.1. Fact questions
Overall, the fact questions received significantly fewer correct responses than both the 
fi-equency and emotion questions. In the verbal condition the fact question received 
significantly more errors than the emotion and frequency questions with eight errors. 
In the visual condition four participants answered the fact question incorrectly. 
Although this was more than for the other questions in this condition, the differences 
were not significant. In the VAS the fact question received three incorrect responses, 
less than the emotion question but more than the frequency question. Neither of these 
differences was significant. The fact question was answered incorrectly by one person 
in the two-part condition, this was more than in the emotion question and less than the 
frequency question. Neither difference was statistically significant. A later section 
considers possible sources o f these errors.
4.1.3.2. Emotion questions
Overall, the emotion question received the most correct responses. The most incorrect 
answers were obtained in the VAS condition (5). However, the number of correct 
responses did not differ significantly to the fact and frequency questions. In the verbal 
condition only one participant answered this question incorrectly. There was a 
significant difference with the fact questions, which received more incorrect 
responses. In the visual condition two participants answered this question incorrectly. 
This was the same as the frequency question and less than the fact question, although 
this difference was not significant. In the two-part condition all participants answered 
the question correctly. In this condition the emotion question received marginally 
more correct responses than the frequency questions. A later section considers the 
possible sources of these errors.
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4.1.3.3. Frequency questions
The condition where the frequency question received most incorrect responses was the 
two-part condition (5). There were significantly more errors than the emotion 
question. There were no incorrect responses to the frequency question in the verbal 
condition, this was significantly less errors than the fact question in this condition. 
There two incorrect responses to the frequency question in the visual condition. There 
were no significant differences between the questions types on this condition. There 
was one incorrect response to the frequency condition in the VAS condition. Again 
there were no significant differences between the question types on this condition. The 
following section considers the possible sources of these errors.
4.1.4 Sources o f  error
4.1.4.1. Fact questions
The fact questions seemed particularly difficult to answer. Indeed, in the verbal 
condition the number of correct responses did not exceed levels expected by chance. 
This was the only question type that was significantly correlated with language ability, 
and it was approaching statistical significance with cognitive ability also. Two reasons 
for these finding are proposed. One idea relates to the behaviour of the participants 
while the stories were being told. They were observed to retell the story, sometimes in 
their own words. This would certainly help recall for the essence of the story, such as 
remembering that Leila was happy because she got a letter telling her she had come 
first. However, the facts were not pivotal aspects of the story. It didn’t really influence 
the story outcome that Leila came first in a competition, for example. In these cases it 
may have been harder to recall the answer to the fact question. Given that the 
language and cognitive abilities were correlated, it may be that only the more 
cognitively and verbally able clients had the capacity to retain additional, non 
pertinent information about the story. More reasons for the incorrect responses 
obtained may come from exploring each question in turn.
Most o f the incorrect responses to fact questions were obtained on the verbal 
condition. This number was so high that it is possible the participants were responding 
by chance. This raises doubts about the reliability of this response format to produce
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consistent responses from participants about fact questions. This was a surprising 
result because the question seemed straightforward.
One possible source of error is memory capacity. Perhaps participants were unable to 
recall the response options available. However, this explanation seems unlikely 
because this did not occur for the frequency question on this condition, where there 
were no incorrect responses.
Another source of error is the phrasing of the question: specifically ‘Leila had won . . . ’ 
in the story together with ‘... come first in ...’, and the word ‘competition’. 
Participants may have had difficulty with the connection between ‘winning’ and 
‘coming first’. In an attempt to contextualise the phrase ‘come first in’, the 
participants may have chosen a more familiar situation where people come first and 
chose ‘race’ as an option. Four people chose this option. The word ‘competition’ may 
not have been specific enough. Again it is possible that participants tried to put the 
word into a more familiar context by relating it to their own experience. It is possible 
that the person answering ‘an actor’, for example was thinking of a personal 
experience of a drama competition.
A final explanation refers to the position of the correct response. It was second in a 
choice o f three. Previous research has indicated that in situations of doubt, 
respondents choose the first or last alternatives as their answer (e.g. Heal & Sigelman,
1995). In this case both were incorrect.
Incorrect responses were also given to the visual condition fact question. One 
explanation for the error is that participants did not understand the question or could 
not recall the response options. However, this is unlikely given that the pictures were 
there to offer support for memory and the question appeared straightforward. It seems 
more likely that there was confusion between ‘skirt’ and ‘dress’. Men, who may be 
less aware of the differences between the two, gave all the incorrect answers. This 
source of error could have come from the words themselves or from the pictures, 
which were similar. One person chose ‘trousers’ and this may be another example of 
the participant choosing the first option as described above.
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4.1.4.2. VAS condition
Observation o f behaviour seemed to indicate that participants did not always 
remember what the number on the scale represented in this condition. This was 
demonstrated with incongruent answers offered by five participants across all three 
questions. For example, saying ‘mum’ as the responses and pointing to the incorrect 
number. This happened for all three questions although it was more frequent in the 
emotion question (3). This explanation was supported by the observation o f hesitation 
by some respondents when they chose their answers, and a comment added by a 
participant who said he was ‘guessing’ before choosing a response. It appears that it 
was not always clear what the numbers o f the VAS represented.
4.1.4.3. Two-part condition
The majority of errors in this condition arose from the second part of the frequency 
question. This question asked how much hair was cut off. Five participants answered 
that he had ‘a little’ hair cut off when the correct answer was ‘a lot’. Two of the 
participants added verbally that Mike had ‘little’ hair. This response showed 
understanding of the story, because Mike did indeed have short hair at the end of the 
story and the accompanying picture indicated this. This seems to suggest that the 
participants were answering a different question: “how much hair did Mike have now 
(at the end of the story)?” Rather than the question: “Was Mike’s hair cut short?” It 
may have been that the other three participants were reasoning in a similar way.
Although a speculative explanation this highlights the need to ensure that the 
accompanying picture and question are congruent themselves. Perhaps this ambiguity 
could have been clarified by showing how much hair had been cut off rather than 
showing the remaining hair. This needs to be assessed further.
4.1.5. Exploration o f  ‘don’t know ’ response
This option was only administered to three participants, who did not have to complete 
the WASI, so no conclusions can be drawn from this part of the study. Only one 
participant used the option, using it across all conditions. However, the participants
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provided some interesting feedback about this option. Indicating a preference for this 
option but questioning the use of the phrase ‘don’t know’.
4.2. Feedback from task
In general participants appeared to enjoy the task. When questioned about the 
response formats none indicated a preference for having the questions presented 
verbally with no visual support. In the visual task three participants liked the faces, 
one liked the ‘bars’ and another found both useful. Opinions varied about the VAS 
response format. Three participants found it useful in supporting their responses, yet 
two others felt it was the least helpful of the support formats. Preference was indicated 
for different aspects of the visual support provided in the two-part condition but not by 
the same participants. One preferred the ticks and crosses and two others found the 
‘clouds’ more helpful.
4.3. Ethical considerations
4.3.1. Researcher-participant positions
The design of the present study involved a traditional, or dominant, research model of 
non-learning disabled, professional researcher working with participants, who were 
placed in a rather more passive role. Here the researcher and participants can be 
pushed into a dynamic of researcher dominating the disabled participants (Barnes,
1996).
Proponents of a social model argue that disabled people must be active doers of 
research, rather than passive subjects (Walmsley, 2004). This requires the 
development of inclusive methods and approaches aimed at enhancing the 
involvement and empowerment of people with learning disability. Unfortunately, this 
study was constrained by organisational and time factors. In order to obtain access to 
participants, ethics approval was required. In order to obtain ethics approval for the 
study, its design and measures needed to be clear and fixed. This process was not 
conducive to involving participants in the research process. This is particularly true 
when the researcher works outside the organisation providing a service to people with 
learning disabilities. By offering participants the opportunity to comment on materials 
presented, it was hoped that their voices were heard at least to a certain extent.
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4.3.2. Informed consent
In one day service a staff member sat 'with me as I explained the study to potential 
participants and gauged their ability to consent. This led to an interesting discussion 
between myself and the staff member. Originally sixteen people showed provisional 
interest in this service, and staff consensus was that all could consent. However, only 
five of the 16 were able to do so. She was an experienced member of staff, yet she 
found this a compelling reminder of how potentially vulnerable the service users were, 
and how easily they could be encouraged and coerced into participating in such a 
study. She fed this back to other staff in meetings to highlight this matter further, and 
to use the opportunity to reflect with her colleagues to see if further thoughts and 
action could be taken by the service.
The method for obtaining informed consent was quite rigorous, guided by advice and 
support from Speech and Language Therapists and an Advocate for people with 
learning disabilities. It is possible the method also became a screening tool for 
cognitive ability, with those unable to answer the open ended questions excluded from 
participating further. This method also gave preference to those with greater 
expressive language ability. There may have been those who understood the questions 
but lacked expressive ability to respond. Further thought is required to consider how 
this imbalance can be addressed in the future.
Although obtaining informed consent is required procedure for research studies, there 
may not be such rigorous procedures for clients administered self-report measures in 
clinical settings. This raises questions about whether these clients understand why 
they are being administered such measures and whether they have the cognitive ability 
to complete them. Protocols or a procedure for ensuring informed consent for clients 
completing these measures could be developed in these cases. It also raised questions 
about the generalisability of this sample to a clinical population. In addition to this, it 
raised questions about how to gather opinions from those unable to give informed 
consent. They may have completed self-report measures on previous occasions, it 
would be interesting to gather their opinions on the experience.
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4.4. Strengths and limitations of study
4.4.1. Ceiling effects
The task was designed to limit the possible confounding factors of language and 
memory difficulties. In this respect, analyses indicates this was successful because the 
number of correct responses was not associated with sentence length or language 
complexity. In addition, for 11 of the 12 questions the participants responded at above 
chance levels, indicating competence at this task. The majority of questions received 
high, sometimes maximum, number of correct responses. This indicates that the 
confounding factors of cognitive, linguistic and memory abilities (Finlay & Lyons, 
2001) were unlikely to be an issue in the story task. However, a consequence of this 
was to restrict the range of responses. The errors were examined for exploring the 
nature of the difficulties that arise as a result of response format and questions in the 
present instance. A future study could obtain a greater range of responses by 
introducing a task that was more difficult for participants.
4.4.2. Designing measures
The story task was designed specifically for the study to compare response formats 
while keeping other factors constant such as language difficulty and memory support. 
Stories were developed because I wanted answers to questions I knew the answers to, 
so I could check where errors were occurring. This would not have been possible if 
questions had been asked about subjective information such as participants’ mood. 
Designing the measures meant that one was not constrained to using items from tools 
already available. However, it did mean that flaws could arise.
The study’s exploratory nature provided an opportunity to consider the sources of 
participants’ incorrect choices. This occurred in the frequency question in the two-part 
condition, the fact questions in the verbal and visual conditions, and to questions 
asked in the VAS condition. Although, literature states that one should be careful 
when designing questions and measures for people with learning disabilities (e.g. 
Finlay & Lyons, 2001), this study adds specific advice as to where particular attention 
should be paid.
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4.4.3. Size o f  study
The number of participants was small and was restricted by the geographical area 
covered by the NHS trust where ethics was obtained, and by the organisations that 
agreed to participate in the study. However, with 19 participants and the power set at a 
level of 0.80 (Cohen, 1988) the effect size was large, between 0.10 and 0.138, for a 
one-way ANOVA with four levels of independent variables (Clark-Carter, 1997). The 
power o f any future study would depend on the number of conditions included in the 
study, but increasing the number of participants would increase its power.
With regards to the number of items, it was not ideal to have one question for each 
condition linked to each story. The possibility of confounding factors may have been 
related to the specific story, question and conditions. However this possibility was 
controlled in the present study because the stories administered showed no relation to 
linguistic complexity. Increasing the number of items would have implications for the 
amount of time spent testing participants. Participants were already seen three times, 
or four if one includes the initial meeting where the study was explained and consent 
was obtained. Making testing sessions longer would have impacted on the time 
required by the participants to concentrate and possibly on their attention span also.
4.4.4. Rapport
It became apparent that many of the participants felt comfortable and were open 
enough to tell me when they were unsure about the answers to the questions I posed, 
and with their opinions about the task. Good rapport was also evident in the way the 
participants laughed at the stories and asked for more information about the study, 
who had drawn the pictures and written the stories. This rapport was valuable because 
it ensured that participants felt able to talk about factors and response formats they did 
not like. I felt this was important, given the observed tendency of people with learning 
disabilities to acquiesce (Finlay & Lyons, 2002).
4.4.5. Range o f  emotions
In order to keep the different question types similar, investigating the whole range of 
response format possibilities was not possible. For example, questions focusing on the 
intensity of emotion, ‘a little’ happy to ‘a lot’ happy, were not included in the VAS,
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Verbal and Visual conditions because it would have involved telling the participant 
that the protagonist in the story was feeling happy. Alternatively a five-point scale 
could have been used in the response format (from ‘a lot sad’ to ‘a lot happy’) but 
difficulties have been reported with scales with more than three options (Lindsay & 
Michie, 1988). It was decided that maintaining a three-point scale and examining its 
use for identification of emotion in the first instance was sufficient in this study.
4.4.6. Anchor points
Some studies using VAS in their measures used anchor points at either extreme of the 
scale. For example, Dagnan and Sandhu (1999) used a line with extremes such as in 
‘inferior’ and ‘superior’ as the two anchor extremes. These were not included in the 
present study, and so these results cannot be compared to these types of response 
formats.
4.5. Clinical Implications
4.5.1. Task demands
This was a relatively easy task with simple concepts, when one compares to the 
lengthy questionnaires that are sometimes administered to assess mental health, for 
example. Questionable reliability of a response format in this situation should raise 
doubts about its reliability under more stressful conditions. This is particularly true if 
the client is distressed. It has been recognised, for example, that cognitive ability can 
be impacted upon if the person is depressed (Kaufman & Lichtenberger, 1999).
4.5.2. Visual support methods
Finlay and Lyons (2002) argue that the introduction of modifications such as different 
response formats need to be evaluated in terms of any different demands or biases that 
are introduced. It cannot be assumed that the provision of visual support resolves 
language and memory difficulties. This was evident in the present study where they 
potentially confused some participants more than they helped.
The present study identified particular difficulties with certain supports. Participants 
showed a difficulty in recalling which number represented which response option in
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the VAS condition. This indicates it is better to use this support for quantitative 
judgement and not for questions about emotion and fact.
If pictures are used it should be ensured that they are not similar, as they were in the 
visual fact question where skirt and dress could potentially be confused. This is 
similar to findings showing that pictures are less helpful in providing support when 
they illustrate subtle distinctions (Finlay & Lyons, 2001).
In using two-part questioning, one should be clear and specific about what ‘a little’ 
and ‘a lot’ refers to. Although this only occurred in one of the questions presented, it 
seems likely that this could occur in normal conversation or questioning, where one 
person talks about one thing and the other misunderstands and talks about another. For 
example, in the GDS-LD question: ‘Have you become very upset if  someone says you 
have done something wrong or made a mistake?’ (Cuthill et al., 2003), it could be 
possible for the participant to respond that they make ‘a lot’ of mistakes, rather than 
responding to the feeling of becoming ‘a lot’ upset.
Words and phrases used in measures and clinical interviews should be specific and 
contextualised. For example, the difficulties that occurred with ‘competition’ may 
have been remedied by making it specific, e.g. “Leila had come first in a spelling 
competition”. This would reduce the need for participants to add context from their 
own experience and potentially make errors because of this.
When designing psychometric measures providing correct and incorrect responses in 
the first and last options should be counterbalanced so the effect of this response 
strategy can be cancelled out. In clinical interview, clinicians should be aware of this 
tendency and ask different versions of questions.
A lot of valuable information was gathered in the study by allowing the participants to 
be open about areas of difficulty or lack of comprehension. This stance of openness 
and curiosity about the participants’ responses in clinical settings could also 
potentially yield interesting and relevant information, adding to the assessment 
process.
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All of these areas of difficulty and ambiguity reinforce the necessity to pilot measures 
thoroughly. However, quantitative analyses, such as binomial and reliability statistics, 
do not give comprehensive information about participants’ responses to the measure 
or its items. For example, measures are conventionally accepted as robust enough for 
use when reliability coefficients are above 0.70, or when the number of participants 
responding correctly is ‘above chance level’. This is not sufficient to examine where 
any difficulties may lie. The reader is reminded that, in all but the fact question in the 
verbal condition, the items received a level of correct responses that was above chance 
level. This adds to the research carried out by Antaki and colleagues (e.g. Antaki, 
1999; Rapley and Antaki, 1996) where a qualitative analysis o f interview situations 
have revealed many sources of difficulties for people with learning disabilities.
4.5.3. Internal consistency
The results in the present study raise the possibility that different response formats 
provide differing amounts of support depending on the question type. Given that these 
questions are representative o f those asked in standardised measures found in the 
literature, it may be worth re-examining these measures and the support provided. One 
possibility is that those measures with low reliability coefficients are also those that do 
not have a consistent match between question type and appropriate response format. 
For example, the Social Comparison Scale used by Dagnan and Sandhu (1999) was 
supported with a VAS response format and had a reliability coefficient below 0.7. 
Items ask respondents to rate themselves on three constructs: rank and achievement; 
social attractiveness and perceived group membership. This may have tapped into 
different aspects of quantitative and emotional judgement. It may have been more 
appropriate to use different response methods for those items with a more emotional 
content. Again, this would have to be investigated further, but clinicians can assess the 
measures themselves and consider whether response formats seem appropriate for the 
items included.
-195-
4.6. Further research
4.6.1. Addressing confounding factors and reliability
As mentioned previously there was a possibility for confounding factors from the 
story and question to influence responses. This could be addressed in a number of 
ways. Each story administered with relevant questions using all the response 
conditions. In this way each response format can be compared with all stories and all 
questions. As well as addressing confounding factors this would address issues of 
reliability. Increasing the number o f stories using this method would increase the 
number of items using the same response format. For example, ten stories would yield 
a battery of ten frequency questions using the VAS response format, and so on. 
Consequently, the internal consistency of this method can be evaluated. If this could 
be replicated for each question type under each condition, then generalisations could 
be made about the efficacy and reliability of each response format. It should be borne 
in mind, however, that these modifications would require a substantial increase in 
participant numbers, and/or testing sessions.
Test-retest studies could also be carried out to evaluate reliability in a different way. 
Those questions answered consistently in these subsequent administrations would be 
considered more reliable than those that are not answered so. These methods could be 
used if any further types of VAS were included in the investigation, for example those 
with anchor points.
4.6.2. Active involvement o f  people with learning disabilities
Future research could commence by consulting with services users. Initial work could 
provide ideas about their feelings when completing self-report measures, and if  any 
difficulties had been encountered. From this starting point, future project aims and 
designs could emerge. This could be achieved more easily if organised within the 
service setting, for example working with a group of people in a self-advoeacy group 
in a day service.
Explanation of the research process and obtaining informed consent would have to be 
considered carefully. Dye, Hendy, Hare and Burton (2004) argue that assessments of 
capacity limit the ability for people with learning disabilities to be active partners in
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research. They suggest a method that eonsiders the consequences of participating for 
each individual. Walmsley (2004) argues that one should consider that different study 
designs require different approaches and skills from researchers, with or without 
disabilities. One should be clear and explicit about the respective roles that members 
add and use the varying skills that each member of the research team brings.
4.7. Conclusion
This study was a small, preliminary study investigating the use of different response 
formats when questioning people with learning disabilities. Many participants 
indicated a preference for questions with visual supports over verbally administered 
questions.
Definitive conclusions about which response format(s) provide the most support for 
people with learning disabilities when answering questions were not possible to draw 
because of the task’s ceiling effects. However, the study provides indication as to 
where sources o f error in questioning could occur. Moreover, some errors identified 
had not been previously reported in the literature, such as that found in two-part 
questioning. Making sure that vocabulary is specific and contextualised goes beyond 
previous recommendations of ensuring that phrases are not grammatically complex 
(Finlay & Lyons, 2001). Evidence indicated that supports such as number lines did not 
always offer an explicit representation of the response options, particularly when 
asking about faets or emotions. In multiple-choice responses, options that are similar 
may also cause confusion, whether they are in a picture or verbal format.
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INFORMATION
My name is Constanza Moreno. I work with Lalage Watkin.
iP q
I want some help with my work.
Read the information with your keyworker
D
Think if you want to help.
7??
Doctors and Psychologists sometimes ask confusing questions.
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)p ???
This work is about asking questions in different ways,
# e
to find the best way to do this.
24
I want to work with 24 people.
I am asking people who use the day centres.
You don’t have to take part in this work.
X
X
It is ok to say no.
It is ok to stop whenever you want.
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o
We will work at your day centre.
We will talk.
I will tell you stories
The stories are fun.
???
will ask you questions about the stories.
???
•  #
will ask questions in different ways.
Some questions will be easy.
-214-
Some questions will be confusing.
This is confidential this mean that it is private.
I will not tell your answers.
iP
If I am worried about something you have said, I will tell someone.
I will talk to you about it.
???
will write a report about different ways of asking questions.
I will send you a report.
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Tell me if you are unhappy about the work.
( Y i u )
I will tell you and your keyworker how to complain.
How to contact me:
(01932)722253
Telephone
psm6cm@surrey.ac.uk
Email
Thank you.
Version 2.0
19"^  July, 2004
-216-
CONSENT FORM
YES NO
want to help Constanza with her work
I \  r  - f  y  X
understand the work. I can ask questions if I want.
This is confidential. This means it is private. y X
Constanza will not tell my answers.
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If Constanza is worried about something I have said,
>P
she will tell someone. W e will talk about it.
I can stop whenever I want.
YES NO
y X
NAME: DATE:
SIGNED:
Version 2.0
19"’ July, 2004
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The Story Task
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Example story
“Benny went to a shop to get some 
special cheese”
Question: What did Benny need to 
buy?
Options: water, flowers, cheese
Question “The shop had sold out 
of most of the cheeses.”
Question: How much cheese did 
the shop have?
Options: None, a little cheese, lots 
of cheese
“Benny shrugged his shoulders, 
and said ‘oh well’, he bought a 
cheese but it wasn’t the cheese he 
wanted.”
Question: How did Benny feel? 
Options: sad, ok, happy
Instructions'. The first part of the story was told and the question asked verbally. Once 
the participant answered, I explained that I would write their answers down on the 
response sheet.
The next part of the story was told with the supporting picture and the next question 
asked verbally. Once the response was given. I explained that sometimes I would just 
ask the questions but other times I would use different supports. I then showed the bar 
graph explained each bar meaning (none, a little and a lot) and asked which bar would 
mean a little cheese. I then explained that I could use another support for the same 
type of question and the support was explained in the same way. Questions were 
asked to check that the participant had understood the meaning of the representations.
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This was repeated until the whole story was told and all response formats were 
presented and explained.
Verbal condition
“Leila only received one letter on 
Tuesday.”
Question: How many letters did Leila 
receive?
Options: none, a little, a lot
“When she opened the letter, she smiled 
from ear to ear.”
Question: How was Leila feeling? 
Options: Sad, ok, happy
“Leila had won first prize in a 
competition.”
Question: What did Leila come first in? 
Options: A race, A competition. At 
school
Visual condition
“Sally was going to a party and she was 
wearing a new dress.”
Question: What was Sally wearing? 
Options: Skirt, dress, trousers
-221-
“A car drove past and splashed water 
from a puddle all over her and she got 
soaking wet.”
Question: How wet did Sally get?
Options: Not wet, A little wet, A lot wet
“Sally cried because her dress was 
ruined.”
Question: How did Sally feel?
Options: Happy, Ok, Sad
Supports offered:
For first question
For second question
-222-
For third question
#  #
VAS condition
“Felix woke up early with a smile 
because today was his birthday.” 
Question: How did Felix feel?
Options: (1) Sad, (2) ok, (3) happy
“His Mum had organised a party and 
invited his friends.”
Question: Who organised a party? 
Options: (1) Felix, (2) Mum, (3) Dad
“Everyone was coming. The house was 
going to be full of people.”
Question: How many people were
coming to the party?
Option: (1) Nobody, (2) A few people, 
(3) Lots of people
Support offered for all questions:
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Two-part condition
CHOP CHOP
“Mike went to the hairdressers on 
Saturday.”
Question a: Did Mike go out (yes/no)
If yes question b: Where did he go?
“The hairdresser cut Mike’s hair much 
too short.”
Question a: Was Mike’s hair cut short? 
(yes/no)
If yes question b: Was it cut a lot short or 
a little short?
Options: a little, a lot
“Mike saw his new haircut and started to 
cry, “I look awful!” he said.”
Question a: Was Mike happy (yes/no)
If yes question b: Was he a lot happy or a 
little happy?
Support offered for a 1 question ‘a’
X
No visual support was offered for first question b (fact question)
Visual support offered for emotion and frequency question b
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Verbal condition with don’t know option
/ V
“Johnny was grumbling on Wednesday’ 
Question: How did Johnny feel? 
Options: happy, ok, sad, don’t know
mi
I -- ' I f :
fi h y 77
°! I
“It rained all day and the TV was 
broken”
Question: What happened to the TV? 
Options: Nothing, it was working. It was 
broken, don’t know.
“Everybody else had gone out so he 
couldn’t talk to them”
Question: Who could he talk to?
Options: Lots of people, A few people. 
Nobody, don’t know.
Visual condition with don’t know option
“Harry shrugged his shoulders and said 
‘oh well’, because he had some good 
news and some bad news/”
Question: How did Harry feel?
Options: Sad, ok, happy, don’t know
“The good news was that his brother was 
coming to see him”
Question: Who was coming?
Options: Sister, Friend, Brother, don’t 
know
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“The bad news was that his brother had to 
go half an hour later to catch his train” 
Question: How long was his brother 
staying?
Options: No time, a short time, a long 
time, don’t know
Support offered for first question (emotion)
d on t know
Support offered for second question (fact)
don't know
Support offered for third question (frequency/intensity)
don't know
VAS condition with don’t know option
“Anna was crying”
Question: How did Anna feel?
Options: (1) sad, (2) ok, (3) happy, don’t 
know
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“Anna had lost her favourite necklace” 
Question: What did Anna lose?
Options (1) Necklace, (2) Shoes (3) book, 
don’t know
f e T
“Anna’s best friend had given her the 
necklace a long time ago”
Question: When had she been given the 
necklace?
Options: (1) Today, (2) A short time ago, 
(3) a long time ago, don’t know
Support offered for all the questions
d on t know
Two-part condition with don’t know option
■ / y y/ /
“Jack cut his finger”
Question a: Did Jack cut himself? 
Options: yes, no, don’t know 
If yes question b: What did Jack cut? 
Options: (open-ended), don’t know
V  Y Y
/
“The cut didn’t bleed much”
Question a: Did the cut bleed?
Options: yes, no, don’t know
If yes question b: Did it bleed a little or a
lot?
Options: A little, a lot, don’t know
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/J
“Jack cried though because the cut hurt”
Question a: Was Jack upset?
{  X  X Options: yes, no, don’t know
/ If yes question b: Was he a little upset or/
a lot upset/
Options: a little, a lot, don’t know
Supports offered to questions ‘a
X Y
don't know
Supports to question ‘b ’ (except First)
Y
don't know
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Participant number: 
Date: Session 1 -
Session 2 -
Response form
Consent signed? Y /N
Additional Information
Sequencing blocks 
Date done:
Comments: 
Example story
Fact question
What did Benny 
need to buy?
Water Flowers Cheese
The shop had sold out of most of the cheeses
Frequency/
intensity
How much cheese 
did the shop have?
None A little 
cheese
Lots of 
cheese.
Benny shrugged his shoulders, said ‘oh well’. He bought a cheese but it wasn’t the 
cheese he wanted
Emotion
How did Benny 
feel?
Sad Ok Happy
Present different response formats
Format Comments
Smiley
Bar charts
Yes / No
A little / A lot
Numbers
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Order Administered
Storv Date Order
1 -Verbal
2 -  Visual
3 -  Numbers
4 - 2  part
Storv Date Order
1 -Verbal
2 -  Visual
3 -  Numbers
4 - 2  part
Story 1: Verbal support
Frequency/Intensity
How many letters 
did Leila receive?
None A little A lot
When she opened the letter, she smiled from ear to ear
Emotion
How was Leila 
feeling?
Sad ok Happy
Leila had won first prize in a competition.
Fact
What did Leila 
come first in?
A race A
competition
At
school
Story 2 -  Visual support (smiley/bar)
Fact
What was Sally 
wearing?
Skirt Dress Trousers
A car drove past and splashed water from a puddle all over her and she got
Intensity
How wet did Sally 
get?
Not wet A little 
wet
A lot 
wet
Sally cried because her dress was ruined
Emotion
How did Sally feel? Happy Ok Sad
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Story 3: Visual analogue scale with numbers
Emotion 1 2 3
How did Felix feel? Sad Ok Happy
His mum had organised a part]1 and invited his friends.
Fact 1 2 3
Who organised a 
party?
Felix Mum Dad
Everyone was comini The house was going to be full of people.
Frequency/
intensity
1 2 3
How many people 
were coming to the 
party?
Nobody A few 
people
Lots of 
people
Storv 4: 2 choice questions condition 
Mike went to the hairdressers on Saturday.
Fact
Did Mike go out? Yes / No
(If ‘yes’) -  where did he go?
The hairdresser cut Mike’s hair much too short.
Frequency/
intensity
Was Mike’s hair cut 
short?
.. A lot short or a 
little short
Yes / 
No
Yes/ a
little
short
Yes/ a 
lot short
Mike saw his new haircut and started to cry, “I look awful!” he said.
Emotion
Was Mike happy?
... a lot happy or a 
little happy
Yes / 
No
Yes - a 
little
Yes - a 
lot
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EXTRA WITH ‘DON’T KNOW’ OPTION
Story 1 -  verbal multiple choice condition
Emotion question
How did he feel? Happy Ok Sad Don’t
know
It rained all day and the tv was broken.
Fact
What happened to 
the tv?
Nothing It was 
working
It was 
broken
Don’t
know
Everybody else had gone out so he couldn’t talk to t lem.
Frequency/intensity -
Who could he talk 
to?
Lots of 
people
A few 
people
Nobody Don’t
know
Story 2 -  Visual support condition, bar chart or smiley faces
Emotion
How did Harry feel? Sad Ok Happy
The good news was t lat his brother was coming to see him.
Fact
Who was coming? Sister Friend Brother
The bad news was that his brother had to go half an hour later to catch his train.
Intensity
How long was his 
brother staying?
No time A short 
time
A long 
time
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sto rv  7 Visual analogue scale with numbers and don’t know option
Emotion 1 2 3
How did Anna feel? Sad Ok Happy Don’t
know
Anna had lost her favourite necklace
Fact 1 2 3
What did Anna 
lose?
Necklace Shoes Book Don’t
know
Anna’s best friend had given her the necklace a long time ago
Frequency/intensity 1 2 3
When had she been 
given the necklace?
Today A short 
time ago
A long 
time ago
Don’t
know
Storv 8 - 2 choice questions condition and don’t know option 
Jack cut his finger
Fact
Did Jack cut 
himself?
Yes/No Don’t
know
(if yes) What did 
Jack cut?
Don’t
know
The cut didn’t bleed much
Intensity
Did the cut bleed? Yes/ No Yes / A 
little
Yes/
Lots
Don’t
know
Jack was cried though because the cut hurt
Emotion
Was Jack upset? Yes/No Yes - A 
little
Yes - A 
lot
Don’t
know
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Additional analyses
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Additional analyses
Table 1 : Number of participants passing each block on TROG
N um ber passed Num ber failed Not administered
A 19 0 0
B 19 0 0
C 17 2 0
D 18 1 0
E 18 1 0
F 18 1 0
G 16 3 0
H 11 8 0
I 12 7 0
J 5 13 1
K 3 15 1
L 4 11 4
M 7 7 5
N 3 8 8
O 2 8 9
P 3 7 9
Q 6 2 11
R 0 6 13
S 3 3 13
T 0 6 13
Table 2: Frequency distribution of total correct responses on story task (max=12)
Score on task Frequency Percent Cumulative Percent
6 1 5.3 5.3
8 2 10.5 15.8
9 1 5.3 21.1
10 3 15.8 36.8
11 8 42.1 78.9
12 4 21.1 100.0
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Responses to don’t know task
Three participants took part in this task and this section summarises their responses. 
Verbal condition
Fact question One person answered correctly and said the TV was broken. 
Another said it was working and the other responded ‘don’t 
know’.
Emotion question Two people said the right answer (sad), and the other said they 
didn’t know.
Frequency
question
Two people gave the correct answer (nobody). The other gave 
the incorrect answer ‘some people’.
Visual condition
Fact question One person gave the correct answer (brother). Another gave an 
incorrect answer (sister) and the other participant said ‘don’t 
know’
Emotion question Two people gave the correct answer (ok) and the other gave an 
incorrect answer (sad).
Frequency
question
Two people gave the correct answer (short time) and the other 
participants gave an incorrect answer (no time).
VAS condition
Fact question One person have the correct answer (necklace). Another gave an 
incongruent answer, pointing to shoes, which represented 
(shoes) while saying ‘necklace’. The other participants 
responded ‘don’t know’.
Emotion question One person gave the correct response (sad). Another participant 
gave an incorrect answer (ok) and another answered ‘don’t 
know’.
Frequency
question
Two people gave the correct response (long time ago) and the 
other said ‘don’t know’.
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Two-choice condition
Fact question Two participants answered both questions correctly and they 
other answered ‘don’t know’ to the first question.
Emotion question One participant answered both questions correctly. Another 
answered the first but not the second question correctly. The 
other participant answered ‘don’t know’ to the first question.
Frequency
question
Two participants answered both questions correctly and the 
other said ‘don’t know’ to the first question.
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A bstract
Objective(s): To evaluate current referral behaviour to establish whether an 
intervention to improve practice is required.
Design: The study is an exploratory examination of referrals 
Setting: An adult community mental health team (CMHT)
Participants: External referrals to the CMHT
Main outcome measure: Referral standards were developed in consultation with team 
members. A checklist reflecting these standards was developed and used to evaluate 
referrals.
Main Results: Referrals were compared against ‘minimum’ and ‘best’ standards but 
none of the referrals received met these standards. The mean amount of time taken to 
deal with referrals was seven days. Once the referrals were received, the majority of 
clients were offered outpatient appointments.
Conclusions: The present study represents the initiation of an audit cycle assessing 
quality of referrals to a CMHT. Feedback of findings to the CMHT will allow the 
team to identify areas for change and initiate the next stage of the cycle they can be 
implemented and monitored.
-242-
Introduction
Community Mental Health Teams (CMHTs) are one of a number of teams created in 
health care to help people with special needs lead independent lives within the 
community. These teams emerged as psychology services were devolved from 
institutions to community settings, and as an emphasis was put upon collaboration 
between different professions and agencies. Multidisciplinary CMHTs are the model 
favoured by the Department of Health for the community care of people with ‘severe 
and enduring mental health problems’ (NHS Executive, 1994; Hull, Jones, Tissier, 
Eldridge and Maclaren, 2002). Government recommendations indicate that CMHTs 
should concentrate on the needs of people with severe and enduring mental health 
problems. For example, people with depression and anxiety disorders are seen both in 
primary and secondary mental health services, depending on the severity of the 
presenting difficulties. Those people with more severe depressive and anxiety 
disorders should be seen in the CMHT, which are part of the secondary services, and 
those with less severe depressive and anxiety disorders should be seen in primary 
mental health services (DoH, 1995; Harrison, 2000). Consequently, CMHTs have had 
to develop systems for screening, prioritising and gate-keeping access to services and 
define new criteria for accepting referrals (King, 2001).
Referral letters to CMHTs about clients’ difficulties are often the first indication of 
clients’ mental health needs (Ross & Hardy, 1999). Referrals could come from a 
number of sources such as hospitals or the social services. However, General 
Practitioners (GPs) are responsible for the majority of referrals to mental health teams. 
Thus they have an important role in determining the extent to which their patients’ 
needs are met (Ross & Hardy, 1999). Ross and Hardy (1999) examined the possible 
influences on referral practice, which are summarised in figure 1 below.
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ServicePatients’ representation 
of mental health
GP referralPatient’s help-seeking 
behaviour
GP detection
behaviour
ServiceGPs attitudes towards 
psychological problems criteria
Figure 1: Major influences on GPs’ mental health referral behaviour (Ross & Hardy,
1999)
Given the number of factors involved in referral behaviour, it is not surprising to note 
that researchers have found that referral practice varies considerably. Hull et a l 
(2002), for example, explored service links between GPs and CMHTs by examining 
style of working relationship. This was driven by a concern that a large number of 
people with severe and enduring mental health problems, such as psychotic illness, 
were being managed by primary care services, and so were not receiving the most 
appropriate care. Their aim was to examine whether the style of relationship 
influenced the number and types of referrals to CMHTs.
Hull et a l (2002) examined referral data over a two year period to eleven CMHTs and 
examined the style of relationship by surveying GPs. Three different styles of working 
relationships were identified: ‘no regular contact’, where communication relied 
mainly on letters and occasional phone calls; ‘some contact’, involving regular 
telephone contact and meetings if  required; and ‘consultation-liaison’, involving 
regular face-to face contact with casework discussion. The researchers found that 
referral rates varied across different GP practices. Once practice factors, including 
practice size and ethnicity of the patient population were taken into account, the 
working relationship style was a significant predictor of the number and types of 
referrals received. The largest number of referrals requiring short- and long-term work 
occurred where the style was identified as ‘ consultation-liaison’. The researchers 
concluded that this type of relationship increased the rates of referral of patients with 
serious mental illness. Their model explained 47% of the variance, leaving 53%
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unexplained. This is in line with Ross and Hardy’s model, which highlights service 
links as only one of a number of influential factors.
Ross and Hardy emphasised the mental health clinicians’ role in actively promoting 
appropriate referral practice. This relies, in part, on unambiguous communication. 
Hull et a l for example quoted GPs who said that CMHT service criteria sometimes 
appeared ‘mysterious’. Ross and Hardy suggest that one can alter referral practice 
through intervention. For example, the provision of mental health information such as 
self-help materials could influence patient’s representations of mental health and help 
seeking behaviour. Any intervention should, however, be based on evidence and 
backed up with assessments of their efficacy. For example, there are indications that 
the quality of the referral is related to subsequent patient care. Farid and Alaport 
(1993) found a significant relation in the rating of quality of referral letter and out­
patient appointments attendance. Those clients with poorer quality letters were more 
likely to be non-attenders than those with better quality letters. Although this may 
have occurred for a number of reasons, it does indicate a need to focus on referral 
practice. Research examining interventions focusing on referral behaviour suggests 
that they can result in a change in referral practice (e.g. Harrison, 2000). The present 
study aims to evaluate current referral behaviour to establish whether an intervention 
to improve practice is required.
Study Aims and research questions
In the present study, CMHT team members queried whether best referral practice was 
occurring. Specifically, the following questions were raised:
1. What were the different presenting issues?
2. How many referrals met the ‘best standard’, which was developed in 
consultation with CMHT members?
3. What action was taken once the referral was received?
4. How long did the team take to respond to referrals?
5. How many re-referrals were received?
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It was decided that the initiation of an audit cycle could address these queries. The 
present study aims to complete the first four stages of the audit cycle described in 
figure 2.
1 .
Identify problem/issue
6. Monitor effect of change 2. Set standards/ goals
5. Implement change 3. Assess measure quality
4.
Identify change needed
Figure 2: Clinical Audit Cycle (Kogan & Redfem, 1995)
-246-
Method
Design
The study is an exploratory examination of referrals.
Participants
The study was based in CMHT based in the Surrey suburbs of London. The CMHT 
covered a population area of just over 35,000 people and the 2001 census found that 
15% of the population considered themselves an ‘ethnic minority’. The CMHT has a 
particularly high number of people originally from Eastern Europe.
Measure
A checklist reflecting items to be included in referrals was developed in collaboration 
with the CMHT team members in a three-stage process. This procedure is described in 
full with the resulting checklist in Appendix A.
Ten referrals were evaluated separately by the researcher and by the team clinical 
psychologist. The proportion of agreements, after chance was excluded, was 74%, 
kappa (N = 480) = .742, p  < .001. This level of agreement was greater than the 
commonly accepted criterion of .70. This indicated that the measure could be used for 
research purposes.
Procedure
Referrals received and discussed in allocation meetings during and including the 
months of October 2002 and March 2003 were included in the data set. Once the 
referral was located, it was compared to the item checklist. It was noted whether the 
referral mentioned the item or not.
Ethical issues
The principle issue concerned client confidentiality and anonymity. However, once 
the referrals were located from their files and the data collected, care was taken to 
preserve client anonymity.
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Data analyses
The present study was exploratory, so descriptive analyses were carried out.
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Results
During the six-month period, 232 people were discussed in allocation meetings. Of 
this number, 114 external referrals were located and analysed. Appendix B details 
sources of all referrals and reasons for the inability to locate some external referrals.
Number of presenting issues
The presenting issues described were divided into three categories: psychological 
descriptions of difficulties; additional stressors; and indicators of risk. Table 1 shows 
the majority of referrals described clients with depression and did not mention either 
additional stressors or risk indicators. The totals do not total 114 or 100% because 
some referrals had more than one item in each category. ‘Other psychological 
problems’ included a wide range of difficulties and are listed in appendix C.
Table 1 : Descriptions of difficulties in referral letters.
Description Frequency Percent
Psychological (Total =122)
Depression 75 61.47
Anxiety disorders 12 &84
Psychoses 9 738
No psychological description 4 3.28
Other problems 22 18.03
Stressor (T otal =114)
Family stressors 34 293
Work/Social stressor 73 64.0
Risk (Total = 114)
Suicidal thoughts or action 21 18.4
Violence 10 83
Deliberate Self Harm 6 5.3
No risk indicators mentioned 73 64.0
Comoarison to referral standards
Two types of items made up the standards that the referrals were compared against.
These were 20 ‘essential’, and 28 ‘useful’ items. The ‘minimum standard’ was
comprised of ‘essential’ items. The 48 ‘essential’ and ‘useful’ items made up the
‘best’ standard.
Table 2 shows that no referral included all items in either standard. The least number
of ‘essential’ items included in a referral was 6. The mean number of items included
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in the ‘best’ standard was 19.99. Therefore the average referral mentioned less than 
half the items required to meet the ‘best standard’.
Table 2 Summary table of number of items included for each ‘standard’
Standard Least number of 
items mentioned
Most number of 
items mentioned
Mean S.D
‘Minimum’ 6 18 13.18 2.15
‘Best’ 8 34 19.99 5.18
The number of referrals mentioning each item was analysed. Tables 3 and 4 show that 
some items were mentioned in the majority of letters, such as ‘referrer’s name’. Other 
items, such as ‘religion’, were not mentioned so frequently.
-250-
Table 3 Percentage o f referrals mentioning ‘essential’ items
‘M in im u m ’ in fo rm a tio n  category P ercen ta g e  o f  referra l m en tion in g
Client’s name 100
Referrer’s name 100
Referral source 99
Permanent address 98
Client’s GP 98
Referral date 96
Client’s date o f  birth 94
Client’s present whereabouts 93
Referrer’s phone number 88
Client’s phone number 75
Current medication 56
History o f  psychiatric illness 46
Risk o f  harm to se lf 42
Previous type o f  treatment 39
Does client speak English? 29
Referrer’s assessment o f  urgency 25
Client’s age 23
Risk o f  harm to others 10
Forensic history 8
Table 4 Percentage o f referrals mentioning ‘useful’ items
‘Minimum’ information category Percentage of referral mentioning
Referrer’s position 99
Medical diagnosis 67
Living status 43
Medical history 43
Amount o f  emotional distress 40
Who provided previous treatment 37
User’s awareness o f  referral 30
Extent symptoms are impairing client 30
Type o f  place client is living in 28
Ethnicity 28
Duration o f  present episode 28
Level o f  support already available to client 26
History o f  substance ab/use 21
NOK*: relation to client 19
Discharge dates from previous therapy 18
NOK*: name 17
Initial assessment date 14
NOK*: work phone 13
History o f  suicide attempts 12
NOK*: address 12
Preferred language 11
Client’s request for referral 10
How long living in place 9
NOK*: home phone 8
Are problems associated with chronic ill health 8
Religion 4
Family history psychiatric illness 3
Are physical symptoms without physical pathology 1
* NOK: Next o f  Kin
Team action
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This analysis was carried out with 113 referrals because unfortunately 1 person died 
before team action commenced.
Table 5 shows that appointments were offered to 98 clients. The team saw 17 clients 
once and 22 clients were not seen because they were not appropriate or did not attend. 
Almost half the clients were assessed but it was not always clear from the data what 
the consequences of assessment were, for example, whether they remained in contact 
with the team or were only seen once.
Table 5: Summary of action taken by the CMHT after receiving the referral 
Action_________________________________________Frequency Percent
No appointment offered 15 13.2
No farther action -  Inappropriate referral 10 8.8
Referred on and advice given 5 4.4
Appointment offered 98 86.8
Assessed by psychiatrist or social worker 56 49.6
Seen once at outpatients and referred on 17 15.0
Outpatient appointment offered and care manager 
assigned
9 8.0
Appointment offered but client did not attend 7 6.2
Care manager assigned 7 6.2
Client already open to team, increased monitoring 2 1.8
Total 113 100.0
Time taken to respond to referrals
On average, referrals were responded to in 7.17 days. Analyses carried out to explore 
the data further used non-parametric statistical methods because the response time 
data were positively and significantly skewed (z = 14.15; p<.05).
i. Were response times and referral quality, measured by number of items mentioned, 
related?
A Spearmans rank correlation revealed a negative correlation, indicating that referrals 
with higher ‘standard’ scores were dealt with in a shorter time. However this trend 
was not statistically significant (‘minimum’ p=-.13;p=A9; ‘best’ p=-l-.78;p=.07).
ii. Were there differences in response times between referral methods and sources?
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Tables 6 and 7 summarise response times by referral source and methods. They show 
that letters and GP referrals took the longest times to respond to.
Table 6: Response times to referrals by referral method
R eferral method M ean S.D. N
All methods 7.17 937 108
Letter 839 10.19 47
Fax 6.81 8.63 26
Phone 3.71 4.58 28
Form filled in -  not sure o f method 11.33 23.00 6
Email 7.00 n/a 1
Table 7: Summary o f mean response times by referral source
Referral source Mean S.D. N
GP 8.02 932 81
Community services 333 333 6
Family helper or self 2.00 1.00 3
Other health professionals 3.61 4.88 18
Total 6.86 8.73 108
Kruskal-Wallis analyses indicated that these differences were statistically different. 
The response rates for three methods (letter, fax and phone) were significantly 
different with letters taking significantly longer than the other methods (K-W (d.f. 2) 
= 16.48; /7<.001). Response times to GP referrals took significantly longer than other 
sources (K-W (d.f. = 3) = 13.10;/?=.004).
However, caution should be taken with referral source analysis because, as 
highlighted in table 8, GPs sent the majority of letters. It may be that these factors are 
confounded.
Table 8: Frequency of referral source by referral method
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Source Referral method Total
Letter Fax Phone Form filled Email
GP 43 17 20 4 0 84
Community services 2 1 3 0 1 7
Family member or self 0 1 2 0 0 3
Other health professionals 5 7 5 3 0 20
Total 50 26 30 7 1 114
Re-referrals
O f the 114 referrals examined, seven people were referred twice to the service. 
Differences between the first and second referrals were explored. Table 9 shows mean 
standard scores and number of stressors and risk items mentioned in the referrals. The 
means for the different categories were higher in the second referrals. However, 
analyses revealed that these differences were not significant (See Appendix C for a 
summary).
Table 9: Summary o f mean scores (and standard deviations) by referral time for re­
referrals
Referral ‘Minimum’
standard
‘Best’
standard
Number of 
stressors
Number of 
risk items
First time 13.00 19.71 0.43 0.43
C233) (5.38) (0.79) (0.53)
Second time 14.29 20.00 0.71 0.57
(1.70) (231) (0.49) (0.53)
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Discussion
Summary of Results
This investigation revealed that the team received referrals with a wide range of 
presenting issues, from relatively frequent referrals of depression and anxiety 
disorders to infrequent referrals of people with psychoses. Some referrals also 
described additional stressors exacerbating clients’ difficulties.
Referrals were compared against ‘minimum’ and ‘best’ standard, comprised of a 
checklist of ‘essential’ and ‘useful’ items. None of the referrals met these standards. 
Analyses of items revealed that some were rarely mentioned in the referrals. For 
example, ‘family history of psychiatric illness’ was mentioned in only three of the 
referrals.
The mean amount of time taken to deal with referrals was seven days. Once the 
referrals were received, the majority of clients were offered outpatient appointments. 
A third of the clients were either not seen or only seen once after referral.
Seven people were referred more than once in the six-month period. First referrals had 
resulted in no team action. The second attempt sometimes had the original referral 
with additional comments stating how the client’s situation had worsened. This 
explains why scores were slightly higher for second referrals. Although this difference 
was not statistically significant, it was sufficient in many cases to offer the client an 
appointment.
Data collection
A different consultation procedure could have yielded different referral standards. For 
example, the Delphi Technique gathers and analyses opinions of a group of people, 
while focusing on individual members’ opinions. This technique requires team 
members to complete a sequential series of questionnaires individually (French, 
Reynolds & Swain, 2001). French et a l  (2001) state although some argue that a 
benefit of this technique is that all members have an equal voice, others regard a good 
group discussion equally effective. Berretta (1996) highlighted the difficulties in 
motivating participants to fill in a number of questionnaires, requiring a longer time
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for consultation. Since time was limited and team work pressure considerable, a group 
discussion was considered sufficient to gather information about referral standards. 
Moreover, these standards should be discussed and modified at a later stage of the 
audit cycle when areas of change are identified.
During data collection, there was a potential bias towards appropriate referrals and 
clients open to the CMHT. This was essentially for two reasons. Firstly, the data 
collection period was a time of considerable transition for the CMHT. Two trusts were 
merging and the CMHT was preparing to move. This had an impact on how 
information was being stored and filed. This may explain the number of files that 
could not be located. Secondly, copies were not made of referrals that were forwarded 
or sent back. This information should be available in the future to prevent this bias.
Developing standards for referrals
No referrals met the research standards. There may be a number of reasons for this. 
There were 48 items in the ‘best’ standard, which may have been too exacting. In 
addition, referrers may not have been clear about CMHT service criteria or the amount 
of information required to make referral decisions. Communication between the team 
and referrers could potentially address these matters. As was found in previous 
research, the majority of referrals were from GPs (Hull et a l, 2002). Communicating 
service criteria, and the information required to make allocation decisions, to GP 
practices could have a positive impact upon a large proportion of the referrals.
When describing some items, not mentioning information could indicate certain 
assumptions. For example, only 33 referrals mentioned whether the client could speak 
English. This suggests many GPs assumed that clients could speak English, and that 
indicating so was superfluous. The team could decide whether they would like such 
information to be made explicit, for example by designing a referral form with tick 
boxes for items considered essential and useful.
Although the majority of referrals described the presenting problems, these 
descriptions did not always give clear indications of problem severity. If secondary 
care aims to provide a service for those with severe and enduring mental health
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problems, then including such information in the referral would be useful. Future 
investigations could address this issue. However, it should be recognised that 
‘severity’ is difficult to quantify validly and one would need to consider whose 
opinion would be used to judge problem severity.
Response times and team action
A third of the clients were either seen once or not at all after referral. There was 
insufficient information to investigate why this occurred. Further research could 
explore reasons for discharge after one appointment. If it emerged that difficulties 
were not appropriate or severe enough to receive CMHT care, then communicating 
referral criteria could influence the appropriateness of referrals.
Referral urgency was not reviewed systematically in this study, although there were 
trust standards that relate this to a referral processing timeframe. Current trust 
guidelines categorise referrals as ‘emergency’, ‘urgent’ or ‘routine’. Emergency 
referrals require assessment within 24 hours or under the Mental Health Act. Urgent 
referrals require assessment within one week. Routine referrals require assessment 
within four weeks. It was not possible in the present study to compare directly to trust 
standards because they referred to the time period between referral and assessment. 
The present study investigated the time between referral and discussion in an 
allocation meeting.
The mean amount of time taken to act upon a referral was 7 days. This was within the 
four weeks required to assess ‘routine’ referrals. Information was not available to 
determine whether the majority o f referrals examined fitted this criterion. It may be 
beneficial to evaluate response times within the trust framework in the future.
Response times were examined in the context of referral quality, method and source. 
Analyses revealed that letters were dealt with in a longer time period than referrals 
faxed or phoned into the team. Not all referrals were dated on the day of receipt, so 
dates that letters were written were used in the analysis. Posting letters takes longer 
than sending faxes or making phone calls. Over half of referrals by GPs were by letter. 
This may have influenced the longer response times to GP referrals. Including dates
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that the team received referrals in future research could address this issue of response 
times more accurately.
There was limited information about action taken after referral receipt. This was 
because some clients had yet to be seen, or were seen very recently. It was not 
possible to indicate whether one outpatient appointment was a single, or the first o f a 
series, of appointments. Future studies should gather information during a time period 
already elapsed to have access to this information.
Conclusion
The present study represents the initial stages of an audit cycle assessing quality o f 
referrals to a CMHT. Feedback of findings to the CMHT will allow the team to 
consider how to proceed. Thus initiating the next stage of the cycle where areas for 
change are identified and implemented.
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Appendix A
Development of referral standards and checklist
-261-
Procedure for developing standards for evaluating referrals
Initially items were generated from previous research and current practice (Claxton & 
Turner, 1998; Reid, Coupar & Riley, 1998). Following this, team members were 
invited to comment on these, rank their importance and suggest further items in a 
questionnaire. Pages 3 and 4 of this appendix are a copy of the form filled in by the 
team. Each suggested item was rated on whether the team member felt that it was 
‘essential’, ‘useful’ or ‘not necessary’ information to include in a referral. These items 
were scored: essential items were given a score of 2; useful items were given a score 
of 1 and no necessary information was given a score of 0. This way the items that 
were considered ‘essential’ received the highest scores. Table 1 summarises the results 
of this exercise.
A team meeting was held to feed-back the results of the previous exercise to generate 
a discussion about the ‘minimum’ and ‘best’ standards. A consensus was reached for 
the items included in the ‘minimum’ and ‘ideal’ standards for referrals. Items that 
were considered ‘essential’ were included in the ‘minimum’ standard. Items 
considered ‘essential’ and ‘useful’ were included in the ‘best’ standard. A checklist 
for assessing the referrals was developed on the basis of this consensus. This is 
included on pages 28 and 29.
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Consultation session:
Demographic information Essential Useful Not necessary
Name
Age
Sex
Date of birth
Permanent address
Telephone number
Living status
Receiving current community care?
Ethnicity
Religion
English speaking?
Preferred language
Present whereabouts
Type of place
How long there
Contact details
Contact :Names
Contact: Relationship to person
Contact : Address
Contact: work telephone
Contact: home telephone
Referral details
Referral source
Referral date
Referral type
Description of referral problem
Referrer’s assessment of urgency
Initial assessment date
Referrer’s name
Reason for referral
Referrer’s position
Referrer’s phone number
User’s awareness of referral
Current needs
Medical background
Medical history
Medical diagnosis
Current medication
Physical symptoms without evident 
physical pathology
History of psychiatric illness
Duration o f present presenting 
problem
Family history of psychiatric illness
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Previous psvchological intervention
Number of assessment sessions
Who provided treatment
Type of treatment
Discharge dates
State of mind
Risk of self harm
Risk of harm to others
Presenting problems reflect stress 
associated with normal life 
transitions
Patient’s request for referral (i.e. 
‘talk’ rather than ‘drug’ therapy)
Person is psychologically minded? 
i.e. sees problems as at least partly 
psychological
Person has capacity to address 
emotional issues?
Problems associated with chronic, 
terminal ill health?
Long history of psychiatric or 
emotional problems unaddressed 
psychologically
Amount of emotional distress 
being experienced by patient
Level of social support already 
available to patient
Extent symptoms are impairing 
individual’s work and emotional 
life
Willingness to change
Extent to which problem will 
respond to brief therapy
Extent to which problem is 
adversely affecting family 
members
Please include any other information that you consider essential information for a 
referral from an external source (e.g. GP) ...............................................
Please include any other information that you consider useful information for a 
referral from an external source (e.g. GP)
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Table 1: Results from consultation questionnaire
Item Total
Name 24
Risk of harm to others 24
Sex 23
Date of birth 23
Permanent address 23
English speaking? 23
Description of referral problem 23
Referrer’s name 23
Reason for referral 23
Referrer’s phone number 23
Risk o f self harm 23
Referral date 22
Current medication 22
Telephone number 21
Present whereabouts 21
Referral source 21
Referrer’s assessment of urgency 21
History of psychiatric illness 21
Age 20
Living status 19
Receiving current community care? 19
Contact (Names 19
Referrer’s position 19
User’s awareness of referral 19
Duration of present presenting problem 19
Ethnicity 18
Medical diagnosis 18
Contact: Relationship to person 17
Current needs 17
Type of treatment 17
Extent symptoms are impairing individual’s work and emotional life 17
Preferred language 16
Contact : Address 16
Contact: home telephone 16
Initial assessment date 16
Medical history 16
Physical symptoms without evident physical pathology 16
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Table 1 (cont.): Results from consultation questionnaire
Contact: work telephone 15
Who provided treatment 15
Presenting problems reflect stress associated with normal life transitions 15
Long history o f psychiatric or emotional problems unaddressed 
psychologically 15
Level of social support already available to patient 15
Extent to which problem is adversely affecting family members 15
Patient’s request for referral (i.e. ‘talk’ rather than ‘drug’ therapy) 14
Amount of emotional distress being experienced by patient 14
Religion 13
Family history of psychiatric illness 13
Discharge dates 13
Problems associated with chronic, terminal ill health? 13
Referral type 11
Type of place 10
Person is psychologically minded? i.e. sees problems as at least partly 
psychological 10
How long there 9
Person has capacity to address emotional issues? 9
Willingneiss to change 9
Number of assessment sessions 8
Extent to which problem will respond to brief therapy 6
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Checklist
Minimum standard -  essential Mentioned? If -> please specify
information / X
Name
Referral date
Age
Date of Birth
Permanent address
Present whereabouts
Phone number
GP
Does person speak English?
Referrer’s name
Risk of harm to others
Risk of harm to self
Forensic history
History of psychiatric illness
Referrer’s assessment of urgency
Referrer’s phone number
Current medication
Previous type of treatment
Description o f presenting problem
Referral source
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Checklist (cont.)
Best standard -  useful information Mentioned?
/ X
If ^  please specify
Medical diagnosis
Duration of present episode
Referrer’s position
Religion
Ethnicity
Preferred language
History of suicide attempts
History of substance abuse
Family history o f psychiatric illness
Medical history
Initial assessment date
User’s awareness of referral
Patient’s request for referral i.e. what 
they have asked for
Problem associated with chronic and 
long term illness?
Amount of emotional distress
Extent problems impair emotional and 
work life
Physical symptoms without pathology
Who previous treatment was provided 
by
Discharge dates
Next of kin : name
NOK: work phone
NOK: address
NOK: work phone
NOK: relationship to person
Level of support already available
Type of living place
Living status
How long living in place
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Appendix B
Additional referral information
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During the six-month period, 232 people were discussed at the allocation meetings. Of 
this number, 114 external referrals were located and analysed. Table 1 details the 
sources of the referrals to the CMHT. In the table ‘missing’ refers to incomplete 
information on the allocation meeting summaries.
Table 1 : Referral source and frequency
Referral source Frequency Percent
Internal 40 17.2
CMHT 3.4
GP 126 54.3
Other health professionalsf 29 12.5
Community services 11 4.8 ‘
Family member or self 7 3.0
Information missing 11 4.7
t  Other health professionals: clinical psychologists, nurses or hospital staff e.g. locum 
psychiatrists.
Internal allocations and clients whose care was transferred from another CMHT were 
not included in the analyses because these did not require external information. 173 
referrals remained in the data set for analysis. Referral information was sought for all 
the 173 referrals. 59 referrals were not located and the reasons for their non-location 
are summarised in Table 2 .114  referrals were found and subsequent analyses were 
carried out on these referrals.
Table 2: Reasons for non-location of referrals
Frequency Percentage
No filing number 25 4238
Can't find letter 19 3220
Already open to CMHT 5 8.48
Forwarded to other service 4 6.79
Can't find file 2 239
Moved away 1 1.69
Request for information 1 1.69
Wrong name given to team 1 1.69
Belonged to another CMHT 1 1.69
Total 59
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Appendix C
Summary of additional analyses
-271-
Table Cl : Summary of ‘Other psychological problems’
Description Number of referrals
Brain injury 1
Deterioration of Mental Health 1
Eating disorder 2
Hypomania 1
Mentally and physically unwell 1
Mood chaotic 1
Morbid jealousy 2
A + E had concerns about mental health 1
Challenging behaviour 1
Confusion about sexuality 1
Vulnerable 1
Kidney problems 1
Personality problems 2
Mood swings 1
Chaotic life 1
Alcohol abuse 1
Mental health problems 1
Reveal former abuse 1
Mood variation 1
Re-referral data
This section summarises non-parametric analyses comparing first and second referrals 
to the CMHT. It can be seen that there were no significant differences between first 
and second referrals in any of the variables analysed. (‘Minimum’ standard - U=16.50; 
/?=.30; ‘Best standard’ - U=24.00; p=.9S\ Number of stressors mentioned - U = 16.50; 
p=25; Number of ‘risk’ items mentioned - U = 21.00; /?=.61)
-272-
Appendix D
Evidence of Feedback to the Service
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Royal^ 1  South West London and St.George's
K i n g s t o n  Mental Health NHS Trust
N H
Chessington Community Mental Health 
Team
Tolworth Hospital, Red Lion Road, 
Tolworth, KT6 7QU 
Tel: 020 8296 1361
Fax: 020 8296 1352 
e-maii :ccmht(g)rbk.i<ingston.gov.uk
Psych D Clinical Psychology Course 
University of Surrey 
Guildford 
Surrey GU2 5XH
31 / 7/03
To whom it concerns:
Re: Constanza Moreno
This is to confirm that Constanza has fed back to Chessington CMHT the 
results of her service related research project "An Evaluation of referrals to an 
Adult Community Mental Health team: The initiation of an audit cycle" on the 
24^  ^July 2003.
This project has been really useful in helping reduce inappropriate referrals.
Siobhan Woollett 
Chartered Clinical Psychologist
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